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Title of Dissertation: The Grief and Bereavement Experiences of Children with
Intellectual Disabilities
Arlen G. Gaines, Doctor of Philosophy, 2025
Dissertation Directed by: John Cagle, PhD, MSW, Assistant Professor, School of Social
Work, University of Maryland, Baltimore

Overlooked in grief research, children with intellectual disabilities (ID) have
cognitive and developmental differences that may impact their processing and coping
after the death of a significant person in their lives. This thesis provides a cohesive body
of work that furthers the evidence base related to the grief and bereavement experiences
of children with ID. First, a narrative review explored the limited literature related to
grieving children with developmental disabilities. Themes from this review informed the
second manuscript, which examined measurement tools for the concept of death
understanding in bereaved teens with I1D. These papers highlighted gaps in the extant
literature, including the lack of the family perspective and a guiding grief theory.
Therefore, the purpose of the original research was to elucidate the grief and bereavement
experiences of children with ID following the death of a significant person in their lives
and to develop a substantive theory to guide developmentally informed interventions.

This study used interpretive grounded theory methodology to guide the approach
and analysis. Eligible participants were caregivers of a child with ID who was 5-17 years
old when they experienced the death of someone in their life within the past 6 months to
3 years. Caregiver participants could optionally include their child to include the voices

of those being studied. After purposive sampling, caregiver participants (n=19) and



children (n=6) participated in semi-structured interviews. Caregiver participants, largely
parents, resided in 15 states, ranged from 38-58 years (M=47.1, SD=5.6), were female
(100%), and represented children with a range of conditions who were 57.9% female,
42.1% male, and ages 5-17 years at the time of the loss (M=11.0, SD=3.6).

This research resulted in the substantive theory of Caring Connections, an
explanatory model of the grief and bereavement experiences of children with ID.
Categories in the model include how children with ID understand and experience loss,
maintain connections with the deceased, care for others in their grief, and cope through
the familiarity of the known support system. With practical implications, the data suggest
that enhancing coping for grieving children with ID includes facilitating caring

connections and inclusion in the loss experience.
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Chapter One: Introduction

The death of a significant person during childhood is one of the most impactful
and formative life experiences. Myriad factors, such as the child’s relationship to the
deceased, the nature of the death, and their support system can impact their coping.
Children with intellectual disabilities (ID) may be particularly vulnerable after the death
of a significant person in their lives, especially if that person played a central role in their
social support or best communicated with them (Brickell & Munir, 2008). Often
considered incapable of experiencing the emotional depth of a loss, children with ID may
be excluded from after-death rituals, such as funerals or memorial services, leading to
fewer opportunities to process the loss (McClean & Guerin, 2019). Additionally,
caregivers and support professionals may not have the tools and experience to guide the
support during these times, especially given the inclination for caregivers to minimize the
impact of the loss on children with 1D (Brickell & Munir, 2008).

Situated within the concept of disenfranchised grief and guided by the lack of a
theoretical framework supporting clinical interventions with grieving children with ID,
this thesis presents a cohesive body of work that adds to the evidence base and informs
inclusive grief support practices. From delving into the literature in a narrative review on
the grief experiences of children with developmental disabilities, which includes children
with 1D, to examining measurement tools that could be used with grieving teens with ID
to learn about their conceptual understanding of death, this body of work culminates in
original research to inform developmentally appropriate interventions for grieving

children with ID.



Background/Relevant Literature
Intellectual Disabilities

Intellectual disabilities, which fall under the umbrella of developmental
disabilities, typically occur during the developmental period before age 22 and are
characterized by limitations in intellectual functioning and adaptive behavior (AAIDD,
2024). IDs encompass a range of conditions, including genetic syndromes, like Down
syndrome or Fragile X syndrome; exposure to alcohol or other toxins in the womb, like
Fetal Alcohol Syndrome; traumatic brain injury; or infections or events during labor and
delivery (American Psychiatric Association, 2024). Impacting about 1-2% of children in
the US population (Patrick et al., 2021), individuals with ID often experience a high level
of healthcare utilization due to concurrent medical needs and supportive services
(Nicholson et al., 2022). The DSM-5-TR categorizes I1Ds under the broad umbrella of
neurodevelopmental disorders due to their impact on social, academic, personal, and
occupational functioning (American Psychiatric Association, 2022).

As a heterogenous population, children with ID demonstrate a range of adaptive
abilities and levels of support. The American Association on Intellectual and
Developmental Disabilities (AAIDD) provides a model that constructs ID within a
system of supports that is person-centered, rooted in values and support relationships, and
includes choice, autonomy, personal goals, and valued outcomes (Schalock et al., 2021).
Rather than viewed as a disability with deficits, experts from AAIDD developed a
Supports Intensity Scale for adults, and later for children ages 5-16, that measures the
level of supports needed for success in typical community settings (AAIDD, 2023;

Thompson et al., 2014). Children with ID may have a range of differences in motor



development and speech, navigating new situations, understanding social rules,
understanding and incorporating complex information, and solving problems (Centers for
Disease Control and Prevention [CDC], 2024; Schalock et al., 2021). These differences
may impact their ability to conceptually understand death or express or process their grief
after the death of a significant person in their lives.
Historical Context Related to Children with Intellectual Disabilities

The historical marginalization, abuse, and neglect of persons with ID were carried
forward by American colonists in the 17" and 18" centuries, who viewed the population
as completely and permanently unable to participate in daily life (Conrad, 2020). In this
era, individuals with 1D were deprived of any property and were associated with
criminality, poverty, and conditions termed lunacy and idiocy (Conrad, 2020; Wehmeyer,
2013). Adults and children with ID were removed from public life and institutionalized
with limited services (Dang, 2010). In the early 1900s, the eugenics movement gained
momentum as societal concerns about individuals with ID being genetically unfit
increased. From 1907 to 1960, approximately 60,000 men and women with ID were
involuntarily sterilized as eugenics laws increased to 33 states (Conrad, 2020; Reilly,
1987; Sowa & Rosenstein, 2015). By the late 1950s, institutions were overcrowded with
individuals with 1D, including children with ID, and programs to support families in the
care of children with ID were virtually nonexistent (The Arc, 2023; Wehmeyer, 2013).

In response, a shift in momentum began in the 1950s as parents came together
nationwide to advocate for their children. They formed an organization, now known as
The Arc, to support the idea that children with ID could be raised at home and out of an

institutionalized setting (The Arc, 2023; Wehmeyer, 2013). At the same time, legislative



and advocacy efforts began to address the lack of educational programs for children with
ID. In 1963, President John F. Kennedy established a presidential panel including leading
scientists, educators, and physicians to research educational programs and move towards
community-based support services (Conrad, 2020; Wehmeyer, 2013). This panel engaged
in efforts to normalize disabilities and provide mainstream education for children with
developmental disabilities, which includes children with ID (Dang, 2010). The landmark
Education for All Handicapped Children’s Act, now known as the Individuals with
Disabilities Education Act (IDEA), was passed in 1975. This legislation ushered in a new
era of disability rights by mandating public educational opportunities for children with ID
in the least restrictive environment, individualized education plans, and paths to
vocational opportunities (Conrad, 2020). Even with these efforts, the law credited for
landmark change was the Americans with Disabilities Act (ADA) in 1990, which granted
civil rights protections for individuals with disabilities, including the right to public
services like education and health care (Conrad, 2020; Wehmeyer, 2013).

However, despite these changes, longstanding historical marginalization
continues to inform an ideological response to disability that contributes to inequities,
pervading beliefs, and attitudes that continue to impact individuals with ID (Chapman,
2020; Conrad, 2020). In recent years, the neurodiversity approach, led by autistic self-
advocates, has challenged the dominant medical model in shifting views of
developmental disabilities, which includes individuals with ID, from a deficit and
disorder perspective to an intrinsic aspect of identity in which the diversity of minds and
brains are valued (Chapman, 2020; Dwyer, 2022). This neurodiversity approach focuses

on the well-being and adaptive skills of individuals with developmental disabilities while



reshaping environments and reducing stigma (Dwyer, 2022). Relatedly, contemporary
disability research focuses on the importance of including people with disabilities in
research, to fully represent their lived experiences, and to find inclusive methods to foster
participation (McFarland et al., 2024; Njelesani et al., 2022). Emerging research priorities
in areas such as palliative care for adults with ID (Diaz et al., 2024; Kim & Gray, 2024;
Voss et al., 2023) and grief as impacting adults with ID (Dodd et al., 2021; O’Riordan et
al., 2022), along with early literature related to grieving children with ID (Haider &
Zaman, 2022), fit within the contemporary models.
Grief and Bereavement

Grief is defined as the natural response to loss, including experiences, feelings,
behaviors, and thoughts (Worden, 2018), while bereavement refers to the state and
situation of having lost someone due to death and the loss to which they are trying to
adapt (Stroebe et al., 2008; Worden, 2018). As a construct rooted in cultural, spiritual,
societal, and familial contexts, grief can be experienced in individually varying and wide-
ranging ways, from physical, somatic, and emotional responses to a process of meaning
reconstruction (Neimeyer, 2020). Myriad factors, such as the nature of the relationship
with the deceased, the support system, and the type of death, can impact the grieving
process. With no timetable, the intensity and duration of grief varies, though it is often
most intense in the immediacy of a loss (Prigerson et al., 2021). For some individuals, the
persistent and intense longing and preoccupation with the loss can impact everyday
functioning, which may indicate an individual is experiencing prolonged grief disorder

(Prigerson et al., 2021). As will be described in the forthcoming children and grief



section, children’s grief has particular considerations and may manifest differently than
that of adults.
Overview of Grief Models and Theories

The vast canon of literature related to grief theories demonstrates a continually
evolving process in relation to the multidimensional construct of grief. Having an
understanding of underlying grief theories and models enhances clinical interventions
when supporting grieving clients (Wright & Hogan, 2008) and underlies psychosocial
research, including the development of interventions and evaluations (Supiano, 2019).
These theories provide much relevancy to hospice and palliative care practitioners,
including bereavement counselors, since they provide grief counseling and support to the
family system following a patient’s death. This section will describe the evolution of
general models of grief theory and then will examine the topic as applicable to children’s
grief. See Table 1 for a summary of grief models.
Sigmund Freud

The study of grief emerged over a century ago as an area for psychological study
with the publication of Freud’s (1957) influential essay on mourning and melancholia
(Granek, 2010). Freud, who is known as the father of psychiatry, based his work on adult
patients who came for treatment of various neuroses by techniques to free them of
repressed memories (Worden, 2014). As Freud observed grief symptoms in many of his
patients, he began differentiating grief symptoms (he termed mourning) from depression
(he termed melancholia) (Worden, 2014). Though Freud was concerned about

pathologizing grief, he introduced the continuum between health and pathology, which



Table 1

Summary of Grief Models

Theorist/ Focus

Conceptualization of grief

Freud, 1957/1917, Psychoanalytic

9 Grief resolved when the severing of bonds with
deceased is complete

Lindemann, 1944, Psychoanalytic

9 Individual can then reinvest energy in new endeavors

91 Successful grief work involves emotionally detaching
from deceased

9 Differentiated between normal and morbid grief

Bowlby & Parkes, 1970, Attachment theory

Four phase model of grief
1 Shock and numbness
1 Yearning and searching
9 Disorganization and despair
I Reorganization and recovery

Worden, 1983, 2018, Task focused approach

Four tasks of mourning
9 Accept the reality of the loss
9 Process the pain of grief
1  Adjust to a world without the deceased
1 Find a way to remember the deceased while embarking
on the rest of one’s journey through life

Klass, Silverman, and Nickman, 1996,
Continuing Bonds

Continuing Bonds Model
1 Bereavement is ongoing process in which the mourner
navigates their changing and continuing relationship
with the deceased

Stroebe & Shut, 1999, Dual Process Moel

Dual Process Model of Grief
1 Mourners oscillate between loss and restoration-
orientation as they confront and avoid the stressors

Neimeyer, 2001, Constructivist approach

Meaning Reconstruction Model
1 Central task of mourning is finding meaning after loss
and integrating loss in one’s self-narrative

led to the popularization of normal versus abnormal behavior (Granek, 2010; Klass et al.,

1996; Prigerson et al., 2021). From this psychoanalytic perspective, Freud saw grief work

as a necessary process after losing someone to death that involved reality testing, which

is differentiating internal thoughts from the external world, and decathexis, which is the

withdrawal of attachment to the deceased (Freud, 1957; Worden, 2014). In the Freudian

paradigm, grief was resolved when the severing of bonds with the deceased was

complete, and the individual could then reinvest energy in new endeavors. In the

following years, Freud’s contemporaries expanded upon his psychodynamic approach to



loss, such as Abraham (1924), who focused on how mourners introject (e.g.
unconsciously absorb) the lost love object to retain it, and Deutsch’s (1937) influential
ideas related to the pathology of unmanifested grief (Granek, 2010; Klass et al., 1996).
Erich Lindemann

Also stemming from a psychoanalytic perspective, psychiatrist Lindemann
(1944) advanced contributions to the understanding of grief. Following the nightclub fire
at the Cocoanut Grove nightclub in Boston in 1942 that killed 494 people, the deadliest
nightclub fire in US history, Lindemann (1944) studied 101 grieving patients to
understand more about grief and loss (Rosenfeld, 2018; Worden, 2014). In his seminal
essay on the Symptomology and Management of Acute Grief, Lindemann (1944)
differentiated between normal grief, which can follow acute grief, and morbid grief,
which occurs when grief is delayed or repressed. He coined the term “grief work,” which
is a process including “emancipation from the bondage to the deceased, readjustment to
the environment in which the deceased is missing, and the formation of new
relationships” (Lindemann, 1944, p. 143). Like the Freudian paradigm, Lindemann
argued that successful grief work involves emotionally detaching from the deceased, a
concept that has fallen in disfavor with later contemporary models. However, his work
contributed to clinical guidelines related to abnormal grief reactions, even though, like
Freud’s work, it was not subject to validity testing (Wright & Hogan, 2008).
John Bowlby and Colin Murray Parkes

Bowlby, a British psychiatrist and psychologist, founded attachment theory,
which he based on empirical studies on how children coped with separation from their

primary caregivers (Bowlby, 1969, 1970, 1973). His compendium of work was



biologically situated and based on research about the attachment styles of children to
their parents. He conceptualized grief as an expected response to loss and a type of
separation anxiety that gradually dissipates through a series of phases (Bowlby, 1969,
1970, 1973; Stroebe et al., 1996). Bowlby and his colleague Parkes brought the tenets of
attachment theory to a four-phase model of grief and bereavement rooted in the normal
response to loss that occurs when attachment is broken after a death (Bowlby & Parkes,
1970). Phase one encompasses shock and numbness, which helps defend the bereaved
from the reality of the loss; Phase two is described as yearning and searching, where the
bereaved is pinning for the person and experiences a range of emotions. The third phase
of disorganization and despair captures the challenging time of accepting the reality of
the loss and the need to find a new reality. Finally, in the fourth phase of reorganization
and recovery, the bereaved individual is beginning the process of moving into the new
reality of life (Bowlby & Parkes, 1970).

Of note to the hospice and palliative care field, Parkes’ research took place in
several locations, including St. Christopher’s Hospice in London, where he worked with
Dame Cicely Saunders in creating the first modern hospice, and in Harvard, where he
studied the impact of grief on young widows and widowers (Parkes & Brown, 1972;
Worden, 2014). His research pointed to risk factors that can impact adjustment after a
loss and the dynamic, individualized, complex picture of grief that stays with individuals
and fluctuates over time (Parkes, 1972; Wright & Hogan, 2008).

J. William Worden and the Movement away from Stage Theories
Credited for bringing an increased focus on death and dying in the 1960s, Kubler-

Ross wrote the influential book On Death and Dying (Kubler-Ross, 1969), which led to



the popularization of the five stages of grief, which she had outlined for dying patients.
These stages of denial, anger, bargaining, depression, and acceptance continue to
permeate popular culture as a stage theory for grievers, even though they were
constructed for dying patients, though contemporary grief theorists have long moved
away from this model (Daniel, 2023). Worden, a psychiatrist at Massachusetts General
Hospital, engaged in extensive research with adults and children and introduced a new
model that moved away from such stage theories, which he argued are taken too literally,
to four tasks of mourning (Worden, 1983, 2018). In the foundational book for grief
professionals, Grief Counseling and Grief Therapy (Worden, 1983, 2018), he outlined
these tasks and presented practical and theoretical information for practitioners.

Worden describes tasks as less passive than phases, since tasks suggest the
mourner can engage in grief work and can be influenced by intervention. These tasks can
take place in any order and can be revisited over time, though Worden suggests some
tasks follow the work of others. The tasks are described in this thesis according to
Worden’s 5™ edition of his book (Worden, 2018). Task one is to accept the reality of the
loss. He describes ways the mourner may believe the death occurred, yet disbelieve at the
same time, and of the time it can take to both emotionally and intellectually accept the
loss. Task two is to process the pain of grief. He discusses the broad definition of pain as
including physical, emotional, and behavioral pain and moves beyond expected sadness
to emotions such as anxiety, guilt, anger, and loneliness. In task three, the mourner seeks
to adjust to a world without the deceased. He describes three types of adjustments in this
task. First, external adjustments entail adjusting to the new environment, which can vary

for the bereaved based on the nature of the relationship and the role the deceased had in
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that person’s life. Internal adjustments involve adjusting to the changing sense of self,
including how the death has impacted the bereaved's self-esteem, sense of self-efficacy,
and questions about identity. Thirdly, spiritual adjustments can occur related to the
bereaved’s core philosophical, spiritual, or religious beliefs, as experiencing a l0ss can
impact their greater assumptions about the world. This is particularly relevant to violent
or traumatic deaths. Finally, task four is to find a way to remember the deceased while
embarking on the rest of one’s journey through life. This particular task has been
reworded in different editions of Worden’s book and written most recently to describe the
enduring bonds that exist after someone dies, counter to the Freudian model of detaching
with the deceased (Freud, 1957). The evidence behind these enduring bonds stemmed
from Worden’s work in the seminal Harvard Child Bereavement Study (Silverman &
Worden, 1992), which will be described in the continuing bonds section below.
Continuing Bonds

In their groundbreaking book, Continuing bonds: New understandings of grief,
researchers Klass, Silverman, and Nickman (1996) offered a new model of grief that
supported the mourner’s continuing bonds with the deceased. This model challenged the
Freudian paradigm of severing bonds with the deceased and the stage theories, to instead
offer “that it is normative for mourners to maintain a presence and connection with the
deceased, and that this presence is not static” (Klass et al., 1996, p. 18). The studies
presented in their book align with an adaptation and changing construction of the
bereaved’s relationship to the deceased, rather than bereavement as a state from which to

recover or experience closure. Instead, bereavement is presented as an ongoing process in
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which the mourner is impacted by the experience, makes meaning of it, and navigates
their changing and continuing relationship with the deceased.

Many bereavement scholars contributed to this book and the revised edition on
how continuing bonds are influenced by culture and impact domains such as children’s
grief, the loss of a child, spousal loss, sibling death, and retroactive loss in adopted
persons (Klass et al., 1996; Klass & Steffen, 2018). For instance, Silverman and Nickman
(1996) describe research from the longitudinal Harvard Child Bereavement Study
(Silverman & Worden, 1992) in which 125 children aged 6-17 were interviewed four
months after the death of a parent, one year, and then two years later. The findings from
this groundbreaking study pointed to children wanting to maintain connections with their
deceased parent rather than detaching (Silverman & Worden, 1992). Hogan and DeSantis
(1992, 1996), who also wrote a chapter in this book, describe the findings of their
research with 157 bereaved adolescents and the recurring theme of ongoing attachment to
their deceased sibling as they continue to feel the bond and love. They posit that this
ongoing attachment impacts a process of personal growth over time.

Dual Process Model

In 1999, Stroebe and Shut, researchers from the Netherlands, introduced the Dual
Process Model of Coping with Bereavement (Stroebe & Shut, 1999). The model emerged
out of criticism of the “grief work hypothesis” that had been largely part of the scientific
bereavement literature, such as in the models of Freud, Lindemann, and Bowlby (Stroebe
& Shut, 1999, p. 199). Instead of grief work, which they felt had a lack of clarity, poor
data in empirical studies, and a lack of cross-cultural application, they proposed a new

model that described how the bereaved cope with a loss. This dual process model of grief
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focused on “dosage” in the bereavement process by moving away from the need to
constantly address the work of grieving to include respite and space for other tasks
(Stroebe & Shut, 1999, p. 220). Instead, it depicts two categories of stressors called loss
and restoration-oriented coping. Loss-orientation includes a focus on processing the loss,
the intrusion of grief, such as yearning or crying, and the focus on the bond with the
deceased person. Stroebe and Schut (1999) suggest that restoration-orientation focuses on
attending to life changes, including coping with secondary losses, trying new tasks, and
exploring new roles and identities. Unlike stage or task models, mourners oscillate
between loss and restoration-orientation as they confront and avoid the stressors, the
hallmark of the dual process model. Rather than focusing on an outcome, the model
addresses the social, everyday stressors with which mourners must cope.
Meaning Reconstruction Model

In the late 1990s, Neimeyer, a clinical psychologist and researcher at the
University of Memphis, explored the ways that one’s worldview and assumptions can
change in the process of finding meaning after loss (Neimeyer, 2020; Neimeyer et al.,
2010). Based on a constructivist approach, Neimeyer points to Bonanno's (2009)
groundbreaking research on resilience showing that most individuals are resilient and
cope with loss in a way that lends to healthy functioning. However, a minority of
individuals who experience a prolonged, difficult adaptation to loss, now termed
prolonged grief disorder (Prigerson et al., 2009), may benefit from psychotherapeutic
interventions (Neimeyer, 2019). Neimeyer describes a model using a constructivist
approach to grief therapy in which the central task of mourning is meaning reconstruction

in a world that has been changed by loss (Neimeyer, 2019). Techniques such as narrative
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retelling, therapeutic writing, and the use of metaphor and evocative visualization help
clients integrate the loss into their self-narrative (Neimeyer et al., 2010). Neimeyer and
colleagues have also brought aspects of spirituality and culture to the meaning
reconstruction model as they integrate those domains within the constructivist approach
to grief (Neimeyer et al., 2014; Neimeyer & Young-Eisendrath, 2015).
Children’s Grief

Encompassing physical, emotional, spiritual, and cultural domains, a child’s grief
is impacted by myriad factors, such as the relationship of the child to the person who
died, the circumstances of the death, their support system, and their developmental age
and stage (Worden, 2002). Children’s grief reactions can manifest in many ways,
including somatic symptoms, social withdrawal, anxiety, regressive behavior, seeming
indifference, and expressions of grief in spurts (Worden, 2002). As children progress in
developmental ages and stages, they typically re-grieve the death in increasingly complex
ways based on their maturation and processing of important milestones (McNiel &
Gabbay, 2021). Contemporary research has examined the distinct disorder of prolonged
grief (Prigerson et al., 2009), a term that has been used interchangeably with complicated
grief or traumatic grief (Prigerson et al., 2021; Zisook & Shear, 2009). Prolonged grief
occurs in children when intense yearning, feelings of numbness, and other distressing
symptoms impact daily functioning at least six months after the death. This is of concern
to clinicians due to the potential for trauma and negative long-term consequences,
increased anxiety, suicidal ideation, and major depressive disorder (Prigerson et al.,

2021).

14



The cognitive developmental framework by Piaget (1954), which explains how
children assimilate and accommodate new knowledge, is typically used as an explanatory
framework for the understanding of death for children. For instance, for children in the
sensorimotor stage (ages 0-2), the concept of death is not understood, but changes in
behaviors may be observed. The pre-operational stage (ages 2-7) involves an emerging
sense of death as final, with confusion about reversibility, or the use of magical thinking,
in which the child feels their thoughts or actions may have caused the death (Biank &
Werner-Lin, 2011). Piaget suggested that children who are 7-11 years old are in the
concrete operational developmental stage, which is when children understand the main
subcomponents of the concept of death (Oltjenbruns, 2001; Piaget, 1954; Speece &
Brent, 1992). The concept of death includes several components that researchers have
found are needed for children to have a full conceptual understanding, including the
understanding that death is universal (all living things die), irreversible (living things
cannot come alive again), and non-functional (life ceases at death) (Speece & Brent,
1992). Finally, Piaget suggests the formal operational stage for ages 11+ brings an
abstract understanding of death, in addition to an understanding of the finality,
inevitability, and irreversibility of the concept.

Also influential in children’s grief conceptualizations was the research by
Silverman and Worden (1992) as part of the Harvard Child Bereavement Study. As noted
in the grief theory discussion in the previous section, they gathered data from 125
parentally bereaved children and their surviving parents four months after the death, and
then at the first and second anniversaries post-loss. The data were compared to the

responses of a matched non-bereaved control group. This study is credited with providing
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evidence related to how children wanted to stay connected to their deceased parent,
unlike the psychodynamic theories related to the breaking of bonds after death. Children
often maintained these connections through dreams, talking to the deceased parent,
feeling like their parent was watching them, and by holding onto items that had belonged
to their parent. Most of the children (n=92, 74%) believed their parent had gone to a
place, and most talked about heaven. This study paved the way for Worden’s (2002)
Tasks of Mourning, which he argues is how children adapt to loss, and to the
development of the Continuing Bonds model (Klass et al., 1996).

However, this foundational study had many limitations, especially related to the
exclusion of children with developmental disabilities. Ninety-five percent of the children
in the study attended the funeral, which may not equate with the experiences of children
with ID, who may not be included in that way. Additionally, all the children (n=125,
100%) reported having at least one close friend, and the sample had no mention of the
inclusion of children with any developmental disabilities, including children with ID.
Characteristics in this sample, such as every child in the cohort having at least one close
friend, may not be representative of a cohort of children with ID, who may have
differences related to making and maintaining friendships. This study, though
foundational to contemporary conceptualizations of children’s grief, was not rooted in a
cohort inclusive of children with ID, and therefore may not represent the grief and
bereavement experiences of this population.

Christ (2000) conducted another foundational study in relation to the
understanding of children’s grief. As one of the founders of the Social Work Hospice and

Palliative Care Network, Christ was a professor and research scientist at Columbia

16



University School of Social Work and focused on oncological research impacting fields
of adult and pediatric palliative care and bereavement. Christ’s (2000) qualitative study
of 157 children before and after the death of a parent from cancer recognized the
limitations of age in relation to children’s grief responses, so she also studied the impact
of development on expressions of grief. She analyzed data of the children within certain
age groupings according to cognitive, emotional, and social-ecological developmental
domains and affirmed differentiation in children’s grief in relation to subgroupings of age
and developmental stage. Though this study did not mention the inclusion of children
with developmental disabilities, her findings contributed to the field by supporting the
importance of development, in addition to age, in understanding the grief and
bereavement experiences of children.
Children with Intellectual Disabilities and Grief

Overlooked in grief research, children with ID have developmental, social, and
cognitive differences that may impact their grief and bereavement experiences and place
them at risk for poor adaptation, sleep disturbances, emotional dysregulation, and
increased risk for prolonged grief (Brickell & Munir, 2008; Markell & Hoover, 2010). As
will be described further in the summary of article one in this chapter and in-depth in
Chapter Two, the representation of the grief and bereavement experiences of children
with ID in the literature remains scarce. As of this writing, three published studies in
English have addressed the experiences of grieving children with ID, representing the
perspectives of teachers (Ducy & Stough, 2018), psychologists (McClean & Guerin,
2019), and adolescents with ID (Haider & Zaman, 2022). Several other scholarly papers

and dissertations have been written related to grieving children with developmental
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disabilities, which include children with ID, and are presented in further detail in Chapter
Two.

As a subset of children with developmental disabilities, the available research on
grieving children with ID describes their wide-ranging expressions of grief with some
special considerations. Children with ID are impacted by loss and feel the absence of the
deceased, even if their level of comprehension is impacted by their disability (McClean &
Guerin, 2019). Their grief responses, such as increased anxiety, regression, or acting out,
may be misinterpreted as behavioral problems since caregivers and professionals often
lack training in recognizing grief in this population (McClean & Guerin, 2019; Sormanti
& Ballan, 2011). Children with ID are at high risk of secondary losses, especially with
the death of a parent, who may have been a primary social support and best
communicated with the child or who may have been the keeper of the child’s story
(Brickell & Munir, 2008), or if their routines or familiar homes changed (Ducy & Stough,
2018).

According to the available literature, children with 1D are often disenfranchised in
their grief due to their marginalization and exclusion from death education and after-
death rituals, such as funerals and memorial services (Markell & Hoover, 2010; McClean
& Guerin, 2019). Often well-intentioned in hopes of protecting children with ID from the
pain of the loss, adults may share fabricated stories about the person who died, which can
undermine the opportunity to process the loss (McClean & Guerin, 2019). Participating in
after-death rituals, such as funerals, can help with understanding the reality of the death
and provides communal support (Markell & Hoover, 2010). Since they are often not seen

as grievers, children with ID may have fewer opportunities for support and for processing
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the loss, which can lead to poor coping (Markell & Hoover, 2010). Of note, the literature
points to the lack of training that adults, such as teachers, have in death education and in
supporting children with ID in their grief (Ducy & Stough, 2018).

Though adults grieve differently than children, research on adults with ID over
the past three decades has also confirmed that disability does not shield individuals from
grief (Dodd et al., 2005), individuals with ID often remain overlooked and excluded from
death education and communication (Stancliffe et al., 2021; Willis et al., 2020), and
caregivers in their lives generally feel inadequately prepared to support them in their loss
(Lord et al., 2017; Tuffrey-Wijne et al., 2017). Due to these differences, some researchers
suggest that individuals with 1D are at greater risk of prolonged, complicated, or
traumatic grief than the general population (Brickell & Munir, 2008; Dodd et al., 2021).

Current clinical practice paradigms with grieving children are rooted in research
with children in the general population. Interventions typically utilized with grieving
children such as peer support groups, individual counseling, grief psychoeducation,
cognitive restructuring, and play activities (Kentor & Kaplow, 2020; Worden, 2002) have
not been validated in populations of children with 1D, who may have differences in
reading the social rules of peers (CDC, 2024) and may not connect with the pretend play
activity often used in counseling with children. Stakeholders such as hospice and
palliative care clinicians, parents, educators, and mental health practitioners need a strong
evidence base on which to base developmentally appropriate interventions.

This overview of the literature reveals the tremendous gaps and opportunities for
advancement in research related to grieving children with ID. From the lack of a guiding

theoretical perspective that accounts for the developmental differences of children with
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ID, to the gap in research from a family perspective, understanding the grief and
bereavement experiences of children with ID will inform clinical interventions and aid in
theory development.
Purpose/Research Aims and Objectives

Given the limited knowledge base in the extant literature, this thesis provides a
cohesive body of work that furthers the evidence base related to the grief and
bereavement experiences of children with ID. First, an in-depth narrative review
examined the literature related to grieving children with developmental disabilities,
which includes children with ID (Gaines, 2022). Two themes from this literature review,
how children with developmental disabilities understand death and their
disenfranchisement in their grief, informed a second article, in which measurement tools
were examined related to how grieving teens with ID who are included or not included in
after-death rituals conceptually understand death (Gaines, 2023). Both papers highlighted
the startling lack of literature and measurement tools related to grieving children with ID
and support the need for original research to bolster the evidence base and inform clinical
practice strategies. Therefore, the original qualitative research presented in this thesis
elucidated the grief and bereavement experiences of children with ID following the death
of a significant person in their lives to learn more about this underexplored phenomenon
and to develop a substantive theory. Highlighting the experiences of children with ID in
research aligns with a focus on diversity, equity, and inclusion in healthcare and social
sciences and informs inclusive grief support. Knowledge gained from studying this
concept helps caregivers and professionals across various domains, such as hospice and

palliative care and education.
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Identification of the Problem as Informed by the Literature Review
StudyPopulation Gap

This study addresses the gaps in knowledge about the under-researched
population of children with ID and how they experience grief and bereavement after the
death of a significant person in their lives. As of this writing, only three peer-reviewed
studies in English have been published addressing how children with ID grieve after such
losses: two are from proxy professional perspectives (one in the US and one in Ireland),
and one is from the perspective of teens with ID in Pakistan.
Family PerspectiveGap

In addition, this study addresses the family perspective gap since it would be the
first published study on children with ID who have experienced the death of a significant
person in their lives, inclusive of the primary caregiver perspective. Research with the
family system aligns with person-centered outcomes research, as caregivers are important
stakeholders in the care of children with developmental disabilities, given their intrinsic
involvement in the child’s unique developmental and often complex medical path
(Machalicek et al., 2015).
TheoreticalFrameworkGap

Finally, this study addresses the gap in grief theory that is inclusive of children
with ID. As addressed in detail in the forthcoming theoretical framework section, current
conceptualizations of grief may not support how children with ID experience grief and
bereavement. By using a grounded theory approach, this study develops a substantive
theory, which relates to everyday situations and has readily available clinical implications

(Merriam & Tisdell, 2016). Unlike formal or grand theory, substantive theory is specific
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enough to be useful in clinical practice (Merriam & Tisdell, 2016) and lays the
groundwork for future research to conceptually build upon under different conditions and
with different groups (Corbin & Strauss, 2015).

Focus of the Study

This thesis builds on the limited existing literature and contributes to the evidence
base related to grieving children with ID. As an understudied population, this study
contributes to the understanding of the grief and bereavement experiences of children
with ID and lays the groundwork for continued conceptual explorations.

The burgeoning literature on adults with 1D, which has emerged over the past 30
years, shines a light on the trajectory that is possible and needed in the children’s
literature. This trajectory began with a seminal study of people with learning disabilities
(another term for intellectual disabilities used in the UK) demonstrating that adults with
ID do grieve (Hollins & Esterhuyzen, 1997), and the research progressed. Over time,
studies further examined adults with 1D and their understanding of the concept of death
and how they experience grief (Chow et al., 2017; McEvoy et al., 2012; McRitchie et al.,
2014); developed early measurement tools related to various aspects of attitudes and
understanding of death (Blackman, 2008; Stancliffe et al., 2017); developed a
bereavement support model based on a continuum of support (Read & Elliott, 2007);
examined complicated grief (Dodd et al., 2008, 2021); explored various grief
interventions (Dowling et al., 2006; Fernandez-Avalos et al., 2023); and examined
implications of palliative care for adults with ID (Kim & Gray, 2024; Moore et al., 2022).
Therefore, the long-term objective of this thesis is to lay the groundwork for similar

growth in the area of grieving children with ID.
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Aims, Scope, Research Questions

The culmination of this thesis entailed original research to elucidate the grief and
bereavement experiences of children with ID. This study focused on interviewing the
primary caregivers (e.g., parents, guardians) of children with ID who experienced the
death of a significant person in their lives at least six months ago and within the past
three years. Since some children with ID communicate nonverbally or with limited verbal
communication or may not feel comfortable with unknown adults, the research interviews
were primarily held with their adult primary caregiver, both for ethical and practical
considerations. If the caregiver determined it was appropriate and the child agreed, an
option was made available for a caregiver to include the child with ID in a short portion
of the interview, with the caregiver asking several pre-set questions, to include the
perspectives of children in the research.

In summary, the specific aims of this research study were:
Aim 1: To describe the grief and bereavement experiences of children with ID following
the death of a significant person in their lives.
Aim 2: To develop a substantive theory on how children with ID grieve in order to
inform developmentally appropriate interventions.
Therefore, the research for this study focused on the following questions:

1) What is the conceptual understanding of death for children with ID?

2) How do children with ID express their grief after the death of a significant

person in their lives?
3) How do children with ID cope with the loss of a significant person in their

lives?
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Rationale for the Study and Expected Contributions to the Existing Literature

Children with ID are likely to experience the death of a significant person prior to
adulthood. For instance, the number of older adults 85 and older in the US is expected to
increase by 177% by 2040 (Administration for Community Living, 2024), leading to the
deaths of grandparents or great-grandparents. In addition, approximately 9% of children
in the US, a subset of whom have an ID, will experience the death of a parent or sibling
by age 18 (Judi’s House/JAG Institute, 2024). Scholarly and academic literature
minimally reflects the experiences of children with ID to account for how social and
developmental differences might impact their ability to understand a death, express their
grief, and cope with the loss. Understanding how children with ID grieve informs how
parents, caregivers, and clinicians can provide developmentally informed grief support to
enhance their coping, provide opportunities to process the loss, and monitor for the
potential for prolonged grief or other related concerns. Additionally, having a theoretical
framework from which to guide the practical and emotional support of grieving children
with ID is needed for multiple stakeholders, including caregivers, hospice and palliative
care clinicians, bereavement counselors, disability support services professionals,
educators, mental health clinicians, and support staff.

As a person and family-centered model of care, hospice and palliative care
includes a team-based approach to help patients and families cope with a patient’s illness
and provide bereavement support after a death (National Consensus Project for Quality
Palliative Care, 2018; Worldwide Hospice Palliative Care Alliance, 2020). Increasing
awareness of the importance of such care with individuals with ID is evident in the

National Consensus Guidelines for Palliative Care (2018). These guidelines outline
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domains encompassing the social and cultural aspects of care, which include the care of
individuals with developmental disabilities and vulnerable populations (National
Coalition for Hospice and Palliative Care, 2018). In addition, current person-centered
outcomes research priorities include issues that impact individuals with developmental
and intellectual disabilities (PCORI, 2024).

On a global scale, the World Health Organization (WHO) has declared health
equity for persons with disabilities as an international human rights issue and an
obligation for every country to address (World Health Organization, 2022). Priority areas
to achieve such equity include strengthening models related to care for children with
disabilities and developing competencies for disability inclusion for all healthcare
workers (World Health Organization, 2022). With a focus on inclusivity and attention to
vulnerable groups, research on grieving children with ID aligns with the WHO health
equity efforts in healthcare, and has societal and scientific relevance.

Theoretical Framework and Concepts

The concept of disenfranchised grief, which refers to grief that is not socially
sanctioned or acknowledged (Doka, 2002), is a thread woven throughout this thesis. The
limited body of literature related to grieving children with ID, who are a subset of
children with developmental disabilities, underscores how they are often not seen as
grievers and hence excluded or marginalized from after-death support, education, and
rituals (Markell & Hoover, 2010; McClean & Guerin, 2019). This disenfranchisement
impacts children with ID as they may be given fewer opportunities to process the loss,
which can lead to poor adaptation, such as sleep disturbances, behavioral issues, or

prolonged or complicated grief (Brickell & Munir, 2008; Markell & Hoover, 2010). As
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will be discussed in Chapters Two and Three, a key theme from a narrative review of the
literature was the disenfranchisement of children with ID in their grief (Gaines, 2022).
This theme influenced the research question in a second article examining measurement
tools to assess the conceptual understanding of death for bereaved teens with ID who are
included or not included in after-death rituals (Gaines, 2023). The original research
presented in Chapter Four elucidated the grief and bereavement experiences of children
with 1D, which included whether children were disenfranchised in their grief.

However, disenfranchised grief is a concept rooted in societal and cultural rules
(Doka, 2002) and is not a theoretical framework. Theoretical frameworks inform the
underlying structure in qualitative research, guide clinical practice, inform interventions,
and help in decision-making for practitioners (Merriam & Tisdell, 2016; Muurinen &
Ké&éridinen, 2022). The literature on grief and children with developmental disabilities
reveals the current limitations in grief theory as applicable to the population of children
with ID. Conventional theory used to conceptualize grief for adults and children in the
general population has not been explored in populations of children with ID. The
cognitive framework developed by Piaget (1954), which is commonly used to delineate
how children assimilate and accommodate knowledge and understand death, may pose
complications when applied to children with DD, including children with ID, whose
cognitive understanding of death may not align with age appropriateness of death
education (Markell & Hoover, 2010). As noted in the theoretical grief models discussion
in the literature review of this chapter, in their seminal Harvard Child Bereavement Study
with 125 parentally bereaved children, Silverman and Worden (1992) found that children

do want to maintain connections with the parent who died, counter to the traditional
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Freudian model that saw bereavement as a time of severing bonds (Freud, 1957).
Silverman and Worden’s (1992) work informed the Continuing Bonds model (Klass et
al., 1996; Klass & Steffen, 2018) and Worden’s Four Tasks of Morning (Worden, 2002,
2018), both of which emphasize those enduring bonds. However, for children with 1D,
for whom making inferences and analogies may be challenging (Lifshitz et al., 2011), the
abstract nature of maintaining such enduring connections may not be supported through
these models.

Researchers in the realm of intellectual disability studies have begun early efforts
to address the lack of a theoretical grief framework for individuals with 1D. Ducy and
Stough (2018) began the work to conceptualize the grief and loss experiences of children
with ID through their grounded theory research study of five special education teachers’
perspectives of their grieving students with ID. They integrated their categories into a
storyline related to how children with ID were observed with a range of behaviors and
secondary losses. Clute (2017) also utilized grounded theory in a small study with
bereavement counselors working with bereaved adults with 1D and found a major theme
of Living Disconnected, which related to disenfranchised grief. Read and Elliott (2007)
introduced an integrated bereavement support framework for adults with ID in which
education, participation, facilitation, and intervention are provided at different levels, but
this has not been validated with children. Other research using self-reported data on
complicated grief for adults with ID has situated the experiences of some grieving adults
with ID in Bowlby’s (1982) attachment theory, given the impact of separation distress
from close attachments (Dodd et al., 2021). However, given the lack of measurement

tools and research on grieving children with ID, this theory has not been validated with
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this population. As Clute (2017) describes, utilizing general grief theory and applying it
to individuals with ID is not appropriate without an evidence-based approach.

Since theoretical frameworks have not been fully developed, grounded theory
methodology was used in this original research project to explore the underdeveloped
phenomenon of grief as impacting children with ID. Grounded theory is a useful
methodology for discovering new dimensions in research (Wright, 2010) and generating
theory that is grounded in the data (Corbin & Strauss, 2015). With a philosophical
underpinning rooted in interpretivism and symbolic interactionism, interpretive grounded
theory, as developed by Strauss and Corbin (2015), focuses on how people construct
meaning out of their experiences. As a variant from the traditional, classic grounded
theory by Glaser and Strauss (1967), which is situated in a mix of positivism and
interpretivism, the interpretive grounded theory approach was used for this study due to
the focus on the interpretation of individual perspectives (Sebastian, 2019). This
ontological approach of interpretivism, related to the subjective view of reality (Wells &
Giacco, 2024), and the epistemological influence of symbolic interactionism, which
suggests knowledge is socially constructed through symbolic meanings in shared
interactions (Engward, 2013), underscored the methodological congruence in the study.
These philosophical assumptions were informed by the research questions, which aimed
to uncover a process of how individuals interpret their grief and bereavement
experiences.

The grounded theory approach involves an inductive approach in which the
research is guided by people’s experiences and not by pre-determined hypotheses

(Engward, 2013). In fact, Corbin and Strauss (2015) discourage the use of a theoretical
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framework since “the whole purpose of doing a grounded theory study is to develop a
theoretical explanatory framework, so why would a researcher want to begin the research
with one?” (p. 52). However, they recommend comparing the findings after the analysis
to established theories to see where the new one fits within that larger context, which is
presented in Chapter Four.
Summary of Body of Research Presented in Subsequent Chapters

The body of research in this thesis coalesced into an in-depth exploration of the
grief and bereavement experiences of children with ID. The narrative review in Chapter
Two revealed how children with developmental disabilities, which includes children with
ID, understand death, respond socially and emotionally to loss, and may experience
disenfranchised grief. Chapter Three built upon on this work by examining measurement
tools to assess the conceptual understanding of death in teens who are included or not
included in funerals or memorial services. This paper demonstrated the need for a
validated and reliable tool to measure how bereaved teens with ID understand death
concepts, inclusive of the developmental, cognitive, and social aspects of their grief and
bereavement experiences. Given the limited extant literature in understanding the grief
experiences of children with ID, which could support the development of such a tool,
Chapter Four presented the original grounded theory research with primary caregivers of
children with ID, and optionally their child, to build substantive theory to guide clinical
practice. As a cohesive body of work, this thesis contributes to the limited evidence base

and lays the groundwork for future research needs.
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Summary Article One: Narrative Review (Chapter Two)

The first paper, The grief experiences of children with developmental disabilities:
A narrative literature review (Gaines, 2022), delved into the literature related to grief,
bereavement, and children with developmental disabilities to understand the landscape of
the limited extant literature. Representing perspectives of teachers (Ducy & Stough,
2018), psychologists (McClean & Guerin, 2019), and adolescents with ID (Haider &
Zaman, 2022), the studies confirm that disability does not shield a child with
developmental disabilities from the impact of a death. Given the limited primary research
studies, this narrative literature review also examined two relevant dissertations, three
scholarly discussion papers, and one book chapter, since they met the search criteria to
discern what is known about how children with developmental disabilities cope with a
death (Gaines, 2022). A synthesis of this available literature revealed how children with
developmental disabilities, which includes children with 1D, have considerations related
to their understanding of death concepts, their social-emotional responses to loss, and the
impact of disenfranchised grief.
Understanding ofDeath Concepts

As previously noted, the cognitive developmental framework developed by Piaget
(1954) is often used to conceptualize children’s understanding of death. This ability to
understand death coincides with the concrete operational developmental stage, which is
when children typically understand the main subcomponents of the concept of death
(Oltjenbruns, 2001; Piaget, 1954; Speece & Brent, 1992). However, Markell and Hoover
(2010) suggest that the typical cognitive-developmental framework for death

understanding may pose complications when applied to children with developmental
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disabilities, which include children with ID. For instance, a 10-year-old child with a
developmental disability may understand death concepts akin to an earlier developmental
stage but has the life experiences of a 10-year-old, so balancing their cognitive
understanding of death with the age appropriateness of death education may create
challenges (Markell & Hoover, 2010). In addition, many children with developmental
disabilities express confusion related to the concept of death, which can complicate
grieving (Markell & Hoover, 2010). Relatedly, the literature points to children being
affected by a death, even if their understanding of the concept of death is impacted by
their disability (McClean & Guerin, 2019). In recent studies, children with developmental
disabilities had difficulty understanding the “mechanism” of why someone died (Haider
& Zaman, 2022, p. 9), and were confused by metaphorical language about death,
requiring more reinforcement to understand what death means (McClean & Guerin,
2019). Death concepts were best understood through concrete language and strategies
(Ducy & Stough, 2018).
SociatEmotional Responses tboss

As with children who experience typically developing milestones, a narrative
review of the literature found that children with developmental disabilities demonstrated
wide-ranging expressions of grief with some additional considerations (Gaines, 2022).
For instance, doctoral research on bereaved children with autism spectrum disorder found
that children were impacted by the change in routine after death, and some had trouble
regulating their emotions following the loss (Kallman, 2018). Other children who
communicated nonverbally or had limited verbal communication had difficulty

expressing their grief (Kallman, 2018). Results from another dissertation study revealed
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how a parent felt concerned for their child with nonverbal communication, as seeing tears
on their child’s face made them worry the child was trapped in their feelings (Burlton,
2018). Behavioral changes as an expression of grief were also noted in the literature, such
as yelling or hitting (Ducy & Stough, 2018), increased anxiety or regression (McClean &
Guerin, 2019), or increased rigidity (Burlton, 2018; Sormanti & Ballan, 2011). These
types of reactions can be misunderstood or overlooked since professionals often lack
training in recognizing grief in children with developmental disabilities (Sormanti &
Ballan, 2011).
DisenfranchisedGrief

Children with developmental disabilities are often excluded from death education
and from funerals or memorial services, as it is assumed they may not be able to grieve
(McClean & Guerin, 2019). This type of exclusion leads to disenfranchised grief, defined
as grief that is “not openly acknowledged, socially validated, or publicly observed”
(Doka, 2002, p. 5). Often not given the choice to participate in rituals, such as funerals,
after death (Koehler, 2016), children are sometimes told fabricated stories in an attempt
to shield them from the loss (Markell & Hoover, 2010). These types of stories deny the
child an opportunity to process the loss and cope with the death, which can lead to
prolonged or complicated grief (Markell & Hoover, 2010; McClean & Guerin, 2019).
Need forFuture Research

This narrative review exposed gaps in the literature related to how children with
developmental disabilities, including children with 1D, experience grief and bereavement.
No published studies were uncovered representing the family perspective, which is a

startling gap. Research with the family system aligns with person-centered outcomes
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research, as caregivers are important stakeholders in the care of children with ID, given
their intrinsic involvement in the child’s unique developmental and often complex
medical path (Machalicek et al., 2015). Additionally, though one study attempted to
utilize Piagetian cognitive theory in a small study with adolescents with ID in Pakistan
(Haider & Zaman, 2022), and another discussion paper attempted to connect with
Worden’s Tasks of Mourning (Koehler, 2016), a clear theoretical framework to guide
grief work with children with ID was lacking. Ducy and Stough (2018) began efforts
along these lines with their grounded theory study with special education teachers, which
culminated in a storyline of integrated categories. The need for further research to
identify a guiding theoretical framework to support grieving children with developmental
disabilities, including children with ID, was identified in this paper.

Summary Article Two: Examination of Measurement Tools (Chapter Three)

The second article, Understanding the concepts of death in bereaved teens with
intellectual disabilities: An examination of measurement tools (Gaines, 2023), expounded
upon findings in the narrative review related to the identified themes of disenfranchised
grief and considerations around how children with developmental disabilities understand
death. Teens with ID, a subset of teens with developmental disabilities, may be excluded
from death education or after-death rituals in an attempt to protect them from loss or
because they are not seen as grievers; however, this can undermine their ability to receive
support and can lead to poor coping (Doka, 2002; Markell & Hoover, 2010). This
exclusion can also impact opportunities to process the loss or understand the concept of
death. Some individuals with ID may not have a full understanding of death concepts,

making it harder to understand and process the death of a significant person in their lives
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(McEvoy et al., 2012). Considering the impact of disenfranchised grief for teens with ID,
this paper explored the psychometric properties of several existing measurement tools to
determine which would best address the following question: What is the demonstrated
understanding of concepts of death in parentally bereaved teens with ID who are included
in after-death rituals as compared to those who are not included?

Delving into the special considerations in grief research, such as the potential for
emotional triggering, the vulnerability of persons with ID, the protections needed for
children who are included in research, and the burdens and benefits of proxy versus self-
reporting, this paper incorporated ethical perspectives in relation to the research question
(Crane & Broome, 2017; Fisher et al., 2016). Tools that have been developed to measure
aspects of grief for the general population are often not appropriate for individuals with
ID since they may contain abstract and complex language and may not be designed in a
manner inclusive of the wide-ranging abilities of individuals with ID (Guerin et al.,
2009). Self-report tools include the voices of those being studied in the research process
(Gjertsen, 2019), which aligns with participatory research practices (Diaz et al., 2024).
Research related to adults with 1D, which is further developed than that of children, has
led to the development of self-report tools on various aspects of grief, specifically for
bereaved adults with ID (Dodd et al., 2021; McEvoy et al., 2012; O’Keeffe et al., 2019).
However, these tools tend to include individuals with less intensity of support needs,
which may not be fully inclusive of all individuals with 1D. Conversely, proxy reporting
ensures inclusion of the range of support needs in this heterogenous population, yet may
not fully capture the first-hand experiences of those being studied and may involve

concerns about reporting accuracy (Scott & Havercamp, 2018).
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With careful consideration of the factors needed in a measurement tool for
grieving teens with ID, a literature review uncovered no tools for the concept of death
understanding for teens with ID; however, four related tools were examined due to their
proximal applicability. Three of these tools, most in early development, measured the
concepts of death in adults with ID (MacHale et al., 2009; McEvoy et al., 2012;
Rodriguez et al., 2018). A fourth tool developed for Spanish-speaking primary school
children was also included in this paper, as the authors argue the simple presentation of
the questions could work for children with neurodevelopmental disorders, which includes
children with ID (Fernandez-Alcéantara et al., 2021).

Upon careful examination of all four tools, and their development, validity,
reliability, and instrument design, two of these tools, the EsCoMu Scale (Fernandez-
Alcéantara et al., 2021) and the Concept of Death Questionnaire (McEvoy et al., 2012),
showed potential use for grieving teens with ID. However, since they are both self-report
tools, they may preclude use with teens with higher intensity support needs.

Need forFuture Research

As with the narrative review (article one), this paper highlighted the scarcity of
literature related to bereaved teens with ID. This paper supported the need for future
research in the development of a validated and reliable tool to measure how bereaved
teens with ID understand death concepts, and that considers the developmental, cognitive,
and social aspects of their grief and bereavement experiences. Information obtained from
such tools helps parents, caregivers, hospice and palliative care professionals, educators,
and other stakeholders in navigating developmentally appropriate grief support for

bereaved teens with ID.
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Summary Article Three: Original Research (Chapter Four)

The research design of the grounded theory study presented in Chapter Four
builds from the findings from Chapter Two (narrative review) and Chapter Three
(examination of measurement tools). Given the limited extant literature and gaps in
theoretical frameworks guiding work with grieving children with 1D, this research aimed
to elucidate the grief and bereavement experiences of children with ID ages 5-17 who
have experienced the death of a significant person in their lives primarily from the
perspective of their primary caregiver, and optionally from the perspective of their child.
By utilizing a grounded theory approach, the data obtained from this study were
constructed in a substantive theory with implications for inclusive grief support practices.
As discussed earlier in this chapter, grounded theory was an appropriate methodology
given the philosophical underpinning of interpretivism and symbolic interactionism,
which aligned with the focus on how participants constructed meaning out of their
experiences (Corbin & Strauss, 2015).

Purposive sampling, mostly through disability organizations throughout the US,
elicited a sample of adult caregiver participants (n=19) and children who were part of
those families (n=6) who participated in semi-structured interviews through
videoconference. Detailed demographic information is presented in Chapter Four. The
interview guide for the semi-structured interviews was informed by the previous two
papers. These guiding focal questions related to how children with ID understood death,
expressed their grief, and coped with the loss, which were themes related to the first two
manuscripts. Guided by interpretive grounded theory analysis (Corbin & Strauss, 2015), a

process of open, axial, and selective coding was carried out with the data from the semi-
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structured interviews. Numerous strategies, including constant comparative analysis,
memo writing, reflective journaling, and diagramming, contributed to the iterative
analytic process. In addition, rigor and trustworthiness were maintained through peer
debriefing, triangulation, and member checking, all presented in detail in Chapter Four.

Following this rigorous, iterative methodology, the analysis resulted in an
explanatory model, the Caring Connections theory of the grief and bereavement
experiences of children with ID. As visually depicted and described in detail in Chapter
Four, this model includes a core category of Caring Connections and six surrounding
categories that all relate to aspects of caring and/or connection. Adding density and
explanatory power to the model, each category has a number of subcategories that
represent different dimensions and properties (Corbin & Strauss, 2015). The main
categories include understanding the death with support, experiencing the loss,
maintaining connections with the deceased, intuiting the feelings of others, caring for
others, and coping through familiarity. Since language and communication for children
with ID were continually raised as impactful elements related to understanding and
expression, these are centrally folded into the model as a funnel through which the
various processes flow. The non-linear process of the Caring Connections model can be
revisited in different orders at different times or simultaneously.

As discussed in detail in Chapters Four and Five, the findings of the original
research demonstrated how the grief and bereavement experiences of children with 1D do
not fit neatly into existing theoretical frameworks. In these chapters, the findings of the
current model are compared to existing grief theories that are often utilized to

conceptually support work with grieving children, such as the Tasks of Mourning
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(Worden, 2002, 2018) and the Continuing Bonds model (Klass et al., 1996; Klass &
Steffen, 2018). For instance, the results aligned with some theories, such as the
Continuing Bonds model, as children with ID remembered deeply and found ways to
create ongoing, enduring connections with the deceased. However, the ways that children
cared for others in their grief related to the construct of empathy, a novel finding not
represented through existing models. Finally, as discussed in Chapters Four and Five, the
children in the present study did not appear to be disenfranchised in their grief. This
finding was an important difference from the first two articles. The children represented
in this study appeared to be in families in which their grieving process was acknowledged
and supported. Therefore, the findings from the present sample that conceptually
supported the Caring Connections theory suggest that when children with ID are in
loving, supportive families with opportunities for care and connection, disenfranchised
grief may be mitigated. However continued research is needed to further explore the
potential sidestepping of disenfranchised grief with other samples.
Implications for Practice

Chapter Four culminates in a discussion of the limitations and areas for future
research and focuses on how the results have implications for practice. Including the
experiences of children with ID with a range of communication modes, ages, types of
losses, and geography, the Caring Connections theory contributes to the limited evidence
base and informs the provision of developmentally inclusive grief support. As described
in detail in Chapter Four, a number of practical implications are offered, often informed
by the parents themselves. For instance, families and professionals can support children’s

understanding of death both through concrete language and through their family belief
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system. Though the extant literature has focused mostly on using simple, concrete
language (Sormanti & Ballan, 2011), the findings support how children with ID also
develop an understanding of death as aligned with their spiritual family belief system.
Another example includes how fostering opportunities for caring and connection includes
children in the experience, which may mitigate disenfranchised grief. Children can be
provided opportunities to have a role in the care of someone who is dying, to have a role
in comforting others, and to be part of the memorial service in ways that align with the
children’s comfort and family belief system. Coping may be enhanced when children
with ID have opportunities to remember, maintain connections with the deceased, and
comfort others. The implications from this study can begin to guide the practical and
emotional support of grieving children with ID for diverse stakeholders, including
families, hospice and palliative care clinicians, bereavement counselors, disability
support services professionals, and educators. Additionally, the study adds to the
evidence base to help guide curriculum development for clinicians and inform
developmentally appropriate grief support strategies for professionals and families.
Integration of the Findings and Implications of the Research in Palliative Care
The findings from these three articles, which include a narrative review, an
examination of measurement tools, and grounded theory research on grieving children
with 1D, are examined as a cohesive body of work and in relation to the extant literature
in Chapter Five. Threads that weave throughout all three articles in similar and differing
ways are explored in detail, including how children with ID understand death, the wide-
ranging expressions of grief, the connections and differences with existing grief theory,

and novel insights from the research related to empathy and grief.
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Given the lack of theoretical underpinnings related to inclusive grief support for
children with ID in the literature, this thesis and the substantive theory of Caring
Connections that are presented lay the groundwork for continued research. For instance,
future research could extend to an exploration of complicated grief in this population or
an assessment of the presence of delayed grief, by extending the inclusion criteria to an
outward limit of greater than three years after the loss. Other ideas include the
development of validated measurement tools related to concept of death understanding,
and continued development and measurement of the efficacy of interventions for
bereaved children with ID. Research in these areas informs training and curriculum
development for hospice and palliative care practitioners, mental health clinicians,

disability services professionals, and parents and caregivers.
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Chapter Two: The Grief Experiences of Children with Developmental Disabilities:
A Narrative Literature Review?!
Abstract

Background: Children with developmental disabilities have wide-ranging social,
developmental, and communication challenges impacting their grieving process. This
narrative review examined the literature relating to the grief experiences of children with
developmental disabilities to identify implications for practice and areas for future
research.
Methods: The literature review was conducted using five databases, and a hand search of
dissertations with original research, due to the sparse body of published works.
Results: Nine works were included in the review, which were thematically synthesized
into three categories: 1) Understanding of death concepts, 2) Social-emotional responses
to loss, and 3) Disenfranchised grief.
Conclusions: Children with developmental disabilities are affected by loss, even if their
comprehension of death concepts is impacted by their level of disability. They may
experience challenges due to changes in routines and concrete thinking, and are at risk of
disenfranchised grief. Future research is needed to inform developmentally appropriate
grief interventions.

Keywords: Grief, bereavement, developmental disability, autism, children,
adolescents
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Introduction

Children with developmental disabilities are often overlooked and misunderstood
in their grief experiences. As a heterogeneous population, they may experience a wide
range of social, developmental, and communication challenges impacting their ability to
understand death concepts and cope with a loss. Often disenfranchised in their grief,
children with developmental disabilities may not be seen as capable of grieving, and their
losses are not always socially validated or acknowledged (Doka, 2002). Their exclusion
from death education and rituals, such as funerals or memorials, may impact their ability
to grieve and they may miss out on community support (Hume et al., 2016).

Developmental disabilities refer to a broad group of heterogeneous conditions that
begin during the developmental period, often before birth, and can impact daily
functioning. Generally lasting throughout a person’s life, these conditions may impair
language, learning, behavior, mental functioning, or physical domains (CDC, 2021;
Zablotsky et al., 2019). One of the most common developmental disabilities is
Intellectual Disability (ID), which includes genetic and chromosomal conditions such as
Down syndrome and Fragile X syndrome, or factors affecting fetal development, such as
Fetal Alcohol syndrome (CDC, 2021). Another common developmental disability,
Autism spectrum disorder (ASD), impacts a wide range of social interaction,
communication, and behavioral areas, and the ability to understand abstract language and
concepts (American Psychiatric Association, 2013; Mody & Belliveau, 2013). Vastly
underrepresented in the research on individuals with developmental disabilities and grief,
persons with ASD may experience a wide range of social communication challenges

and/or repetitive sensory-motor behaviors ranging from very mild to severe. The
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prevalence of ASD has been increasing, with the CDC now estimating that 1 in 44 eight-
year-old children are diagnosed with this developmental disability (Maenner et al., 2021).
Given the increasing prevalence of children with developmental disabilities, along
with the aging United States population, including an expected 118% increase in the
number of adults 85 and older by 2040 (Administration for Community Living, 2021), it
is likely that most children with developmental disabilities will experience the death of a
loved one. Parents and caregivers need the skills to support their children, and hospice
and palliative care professionals, educators, therapists, and disability services
professionals need the foundation of evidence-based research to develop informed grief
support interventions for all children, inclusive of those with developmental disabilities.
The extant literature reveals little about the grief experiences of children with
developmental disabilities, but emerging research from the past few decades has
examined the experiences of adults with such disabilities. The literature refutes the
perception that adults with developmental disabilities do not grieve and it is now widely
accepted that disability does not prevent emotional response to loss (Brickell & Munir,
2008; Dodd et al., 2005; Hollins & Esterhuyzen, 1997). Adults with developmental
disabilities may grieve in multi-faceted ways as the general population does, or grief
reactions may be misinterpreted as behavioral challenges (Dodd et al., 2005; McRitchie
et al., 2014). However, despite the increasing literature on adults, the research about
children with developmental disabilities and grief is surprisingly sparse. As McClean and
Guerin (2019) wrote, the literature on how children with intellectual disabilities
experience bereavement is “almost nonexistent” (p. 248). To address this startling gap,

this narrative review was conducted to examine the literature related to the grief
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experiences of children with developmental disabilities and to identify implications for
practice and areas for future research.
Methods

A narrative review approach was chosen to examine and synthesize the literature
related to the grief experiences of children with developmental disabilities without
limiting to a specific clinical inquiry. The results provide a broad perspective of the
subject matter, along with an examination of the underlying context (Green et. al, 2006).
Searches were performed from January to March 2022 with the following databases:
PubMed, Medline, EMBASE, Psyclnfo, and CINAHL. These databases were chosen
because they include a broad range of disciplines, including life sciences, social sciences,
education, bereavement, healthcare, medicine, and psychology. Primary research studies,
along with literature reviews, scholarly discussion papers, and book chapters that were
rooted in the literature, were included in the literature review. Additionally, a hand search
for dissertations/theses via ProQuest was conducted to fully uncover all original studies.

The following search terms were used: (Child* or youth or adolescen* or teen* or
juvenile*) AND [(Development* Disabilit*) or (Intellectual Disabilit*) or (autis*)] AND
(Grief or bereave* or grieving). To capture the breadth of any published literature, no
date limitations were utilized, and all ages of children, adolescents, and teens were
included. The full inclusion and exclusion criteria are outlined in Table 2.

Results

The search resulted in a total of 792 hits from the five databases, and another two

records from a hand search of Dissertations/Theses in ProQuest. Duplicate records were

removed (n=259) and the remaining articles (n=535) were screened by title and abstract.
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Table 2

Inclusion and Exclusion Criteria

Inclusion Criteria

Exclusion Criteria

=a =4 = =4 =8 -8 -8 A

Written in English

Qualitative and quantitative studies
Literature reviews

Scholarly/discussion papers

Book chapters

Dissertations/theses with original research
related to the research topic

International studies, if written in English
Experiences of grief and bereavement for
children with developmental disabilities,
intellectual disabilities (ID), learning
disabilities (term used in the UK
interchangeably with ID), autism, and
profound and multiple learning disabilities
(PMLD)

All dates

= = =4 =9

Grief experiences of adults with DD
Literature on the parental grief of adults
who have a child with a developmental or
intellectual disability

Papers not written in English

Grief interventions

Assessment tools for individuals with
developmental disabilities

Staff experiences of supporting adults
with developmental disabilities
Training gaps of staff and teachers in
death education with individuals with
developmental disabilities

After a full-text review of the remaining records (n=47), nine remained, with 38 excluded

upon further examination mainly due to the wrong setting/topic (i.e. a book review or

irrelevant topic), a focus on adults with developmental disabilities and not children, or

parental grief related to a child’s diagnosis. See Table 3 for a summary flowchart of the

search process.

The nine works utilized in this narrative review included the following: three

small, published studies of grief experiences of children with ID; two research studies as

part of dissertation work; three scholarly discussion papers, and one book chapter. Given

this small number of results, the author also hand searched the reference pages of other

articles, along with a search of Google Scholar, and found no other original studies.
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Table 3

Summary Flowchart of Search Process

—
Records identified from five
§ Databases (n=792) Records removed before
screening.
% Records identified from g I{?‘uggggt? records removed
i handsearching ProQuest
Dissertations/Theses (n= 2)
—_—
& !
Records excluded as irrelevant
(n=488)
Reasons included:
MNot written in English
Records screened —»| Focused on adults with DD population
(n = 535) Focused on grief of parents who have
a child with a DD
Wrong population
g Book reviews
'§ Irrelevant Topic
*
Reports assessed for eligibility Reports excluded:
(n=47) . Setting not relevant (n =12)

Intervention Focused (n = 10)

Adult with DD Focused (n = 9)
Parental Grief Focused (n=4)

StaffiCaregiver/Parental Grief
Focused (n=3)

Papers included in narrative
review (n = 9)

Included

Created with Covidence systematic review software, Veritas Health Innovation, Melboume, Australia.

With a lack of a clear guiding theoretical framework to inform supporting
children with developmental disabilities in grief, this narrative review used an
iterative process to organize and synthesize the findings. To ensure
trustworthiness, regular peer examination and debriefing with senior researchers

in the fields of palliative care and academic writing was conducted, and a content
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expert in special education was consulted to ensure dependability and credibility in the
synthesis process and the findings.

The summary of findings and sub-themes (Table 4) was repeatedly examined for
connections and then thematically synthesized into three overarching categories. The
three overarching themes are as follows: 1) Understanding of death concepts, 2) Social-
emotional responses to loss, and 3) Disenfranchised grief. Each thematic section begins
with a contextual reference point on the grief experiences of typically developing
children, then focuses on the results from the literature about children with
developmental disabilities. For the purpose of this review, developmental disability (DD)
is used as an umbrella term, and intellectual disability (ID), to which many papers refer,
is considered a subset of DD. Refer to Table 4 for a summary of each work that was
included in this review.

Understanding of Death Concepts
Typically Developing Children and Their Understanding of Death Concepts

Various theoretical frameworks are commonly used to conceptualize how
typically developing children understand death. Piaget (1954) created a cognitive-
developmental framework to explain how children assimilate and accommodate new
knowledge and utilized this explanatory framework for the understanding of death. Piaget
posited that children have mental constructs, called schemas, that change over time as
they encounter new experiences (McNiel & Gabbay, 2017; Piaget, 1954). In addition,

Speece and Brent (1984) developed related research on components of death required for
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children to have a full understanding of the concept. These components include
understanding irreversibility (a person’s body does not come alive again), non-

functionality (a person’s body no longer functions), and universality (all living things

die), which are all typically understood by children between about 7-10 years old, which,
according to Piaget, is the time that children move from pre-operational to concrete-
operational thinking (Piaget, 1954; Speece & Brent, 1984).

Children with Developmental Disabilities and their Understanding of Death Concepts

For children with developmental disabilities, who may have difficulty with
abstract concepts and issues impacting receptive and expressive language, the literature
suggests typical Piagetian stages and use of components of death may not be applicable
for understanding death. For instance, a child with a DD who is chronologically ten years
old may process death concepts akin to a younger developmental stage, however their life
experiences may be broader than those of younger ages (Markell & Hoover, 2010). In
addition, many children with DD have difficulty understanding the subcomponents of
death, and express confusion about the irreversibility of death, thinking the deceased
person will return (Markell & Hoover, 2010).

Even if they do not understand all the subcomponents of death, the literature
suggests that children with DDs are affected by a death, even if their understanding is
impacted by their level of disability. For instance, in a small, qualitative study of
psychologists’ views of bereavement among children with ID, 12 psychologists in Ireland
reported that the degree of ID impacted the children’s unique understanding and
experience (McClean & Guerin, 2019). As each child’s intellectual disability was unique,

the psychologists emphasized that each one’s grief experience needed to be approached
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in an individualized manner. Similarly, in a small exploratory qualitative study of five
teacher perspectives on grief among children with ID, Ducy & Stough (2018) learned that
special education teachers knew their students were impacted by the loss, even if their
level of cognitive ability impacted their understanding of the death. One teacher
described how the students’ cognitive functioning impacted the ways the teachers tailored
their support, such as by utilizing tools for visual learning or providing concrete
explanations of death. Similarly, Haider and Zaman’s (2022) small study of seven
adolescents with IDs in Pakistan pointed to how the teens could share the reason for the
deaths, but expressed difficulty understanding the exact “mechanism” for the death. The
results also conveyed that the students demonstrated emotional reactions even if they did
not seem to cognitively comprehend the loss (p.9).

In addition, the few studies on bereaved children with DD presented factors
related to concrete versus abstract thinking that impacted their understanding. The
abstract nature of spiritual understandings of death did not feature heavily in the limited
literature on children, except in Haider and Zaman’s (2022) study in which the authors
found that religious themes were highly present in the interviews with the adolescents,
which the authors related to religious teachings in their culture in Pakistan. Mostly, the
studies focused on the ways concrete thinking impacted the understanding of death. For
instance, McClean and Guerin (2019) learned from psychologists about how children
with ID were confused by metaphorical language about dying, and how using the actual
words, like death or died, helped clarify vague, confusing explanations. They shared how
the children required more “rehearsal and reinforcement” to understand what death

means, as those without prior experience of loss had a “patchy” understanding of this
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new concept (p.250). Ducy and Stough (2018) also found students best understood death
through concrete strategies, such as social stories and visual aids.
Social-Emotional Responses to Loss
Typically Developing Children and Their Soci&motional Responses to Loss

Children typically have wide-ranging social and emotional responses to loss,
depending on many factors including the nature of their relationship with the deceased,
their developmental age and stage, their support system, and the circumstances of the
death. From somatic complaints to regressive behavior, grief reactions in children
manifest in myriad ways (Worden, 2002). In their seminal study of 125 parentally
bereaved children, Silverman and Worden (1992), found that children do try to stay
emotionally connected to the person who died, which was counter to the earlier Freudian
model (1957) supporting the importance of emotional detachment from the deceased.
Given this knowledge that grief does not require closure or detaching bonds, Silverman
and colleagues subsequently developed the Continuing Bonds concept, emphasizing the
ways children and individuals maintain enduring connections with the deceased (Klass et
al., 1996; McNiel & Gabbay, 2017).
Children with Developmental Disabilities and Their SociBmotional Responses to
Loss

The limited literature on children with DDs also pointed to wide-ranging
expressions of grief, but with added challenges stemming from changes in routine,
rigidity, and concrete thinking. In interviews with 10 parents of bereaved children with
ASD, Kallman (2018) found descriptions of a range of grief expressions, from crying and

sadness, or not much display of emotion, to difficulties in regulating their emotions.
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Other parents described their children with a loss of appetite, difficulty sleeping,
increased anxiety, and the children being thrown off by the change in routine. Others
described “all or nothing and black and white thinking” (p. 87) which made the
bereavement period challenging.

The literature also pointed to the challenges of understanding grief expressions in
children who are non-verbal or have difficulties with verbal expression (Markell &
Hoover, 2010). Burlton (2018) studied the grief responses of children with learning and
neurodevelopmental disabilities (a related term for DD) as shared by 16 adults who were
parents/caregivers, bereavement practitioners, and special school staff. A parent of a 16-
year-old child with ASD who is non-verbal shared how hard it was for him to
communicate about his father’s death. Other parents in this study talked about tears
rolling down the faces of their children who were non-verbal and feeling concerned that
they were trapped and unable to express their feelings. Haider and Zaman (2022) pointed
out the juxtaposition they observed in the emotional status of some adolescents
discussing the loss. For instance, one student had tears while smiling, which the authors
shared relates to the idea of an altered range of emotional expressions that may appear
opposite.

The emergence of new behaviors in the bereavement period was another common
expression of grief in the literature on children with developmental disabilities and an
indicator of coping challenges. The range of responses after death included perseveration,
compulsive behavior, repetitive or exaggerated behaviors, increased rigidity in daily
activities, and overstimulation (Burlton, 2018; Sormanti & Ballan, 2011). For instance, in

a small qualitative study using data collected from five special education teachers of
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elementary school students with 1D, teachers observed that their students were grieving
by the emergence of new behaviors, such as yelling, hitting, or losing interest in familiar
activities (Ducy & Stough, 2018). All teachers observed crying after the death and
observed mood changes, including increased anxiety and regression. McClean and
Guerin (2019) supported the same findings in that the children with 1D had difficulty
expressing their grief, and behaviors could appear either internalized, such as seeming
withdrawn or having sleep difficulties, or the opposite through externalized behaviors,
such as hitting, crying, or not wanting to go to school.

Additionally, some studies mentioned that children with developmental
disabilities are affected by secondary losses, which are the physical, psychosocial, or
symbolic losses that result as a consequence of the death (Rando, 1989). Brickell and
Munir (2008) suggested that these children may be particularly at risk for secondary loss,
especially if a parent who died was the primary caregiver of the child who perhaps best
understood the way the child communicates. In addition, parental death may also
represent the loss of the family member who navigated the child’s medical and other
needs, which is a significant secondary loss. Ducy and Stough (2018) also described the
additional losses students encountered after death, including the move from a familiar
home, changes in daily schedules, and the loss of familiar activities and routines.
Disenfranchised Grief
Typically Developing Children and Disenfranchised Grief

Disenfranchised grief is defined as grief that is “not openly acknowledged,
socially validated, or publicly observed” (Doka, 2002, p. 5). Doka described various

typologies of disenfranchised grief, including when the relationship is not acknowledged,
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the loss is not acknowledged, the griever is excluded, or the circumstances of the death
are not socially sanctioned. Since children’s grief may manifest differently than adults,
grief in typically developing children may be disenfranchised if misunderstood or if
considered incapable of grieving (Crenshaw, 2002). In addition, disenfranchisement can
occur when the relationship is not recognized, such as the loss of a teacher or a friend, or
the type of death is stigmatized, such as death by suicide. Crenshaw (2002) further
described young children’s natural tendency to play out the death or funeral through play
or art, which is often discouraged by parents feeling alarmed by such play,
disenfranchising the children’s experiences.
Children with Developmental Disabilities and Disenfranchised Grief

The literature about children with DDs reveals the particular challenges of
disenfranchised grief with this population. The psychologists in McClean and Guerin’s
(2019) study described how the children were excluded by not being told of the death, not
included in bereavement rituals, and were given language about the experience meant to
protect them, but that was detrimental, such as “we will tell them that Daddy or Mommy
has gone on a trip or something” (p. 250). These kinds of fabricated stories can
undermine the child’s ability to receive grief support, which can place them at risk for
complicated or prolonged grief (Markell & Hoover, 2010). Koehler (2016) emphasized
the importance of giving children with ASD choices about participating in after-death
rituals, rather than excluding them with the intent of shielding them from the loss.
Though adults, including teachers, may be well-intentioned, a lack of training on death
education is a barrier to supporting children with developmental disabilities in their grief

(Ducy & Stough, 2018).
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Discussion

Although limited, the literature on the grief experiences of children with
developmental disabilities provides insight into their understanding of death, the social-
emotional aspects of loss, and the disenfranchisement of their grief. Children with
developmental disabilities were found to be affected by death, even if their
comprehension was impacted by their level of disability (McClean & Guerin, 2019).
They were confused by metaphorical language about dying, and best understood death
through concrete explanations (Ducy & Stough, 2018; McClean & Guerin, 2019). Like
typically developing children, they had a range of emotional and behavioral responses to
grief, with some additional challenges noted due to changes in routine, concrete thinking,
rigidity, and challenges with verbal expression (Burlton, 2018; Haider & Zaman, 2022;
Kallman, 2018). Children were at risk for secondary losses, especially if a parent who
died was the primary caregiver of the child who best communicated with them and
navigated their special needs (Brickell & Munir, 2008). Often excluded from death
education and rituals, children with developmental disabilities also experienced
disenfranchised grief (Doka, 2002; McClean & Guerin, 2019).

Though adults are considered to grieve differently than children, it is helpful to
turn to the emerging literature on adults with developmental disabilities to provide
additional context. The themes that were present in the literature on the grieving
experiences of children with developmental disabilities were strongly present in the
literature on adults, particularly in the area of disenfranchised grief. Many studies that
have examined adults with developmental disabilities pointed out that disability did not

preclude the partial or full understanding of death, supporting the idea that disability does
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not shield one from grief (Chow et al., 2017; McEvoy et al., 2012). For instance, McEvoy
et al. (2012) interviewed 34 adults with ID in Ireland to understand how they understand
and explain death and make sense of life without the person who died. They found almost
one-fourth of participants had a full understanding of death, and over two-thirds had a
partial understanding of the concept of death.

Given the heterogeneity in the population of individuals with developmental
disabilities, researchers have indeed found a range of grieving expressions in the
literature on adults with DD, similarly to the limited children’s literature on those with
such disabilities. Studies pointed to behavioral manifestations of grief in adults with DD,
including crying, outbursts, hyperactivity, isolation, and aggression (Clute & Kobayashi,
2012), less expressiveness of emotions (Thorp et al., 2018), and ranges in emotion from
calm to explosive demeanors (Gray & Abendroth, 2016).

The concept of secondary losses also featured heavily in the literature on adults
with developmental disabilities, especially related to the profound impact of parental loss
and the resulting shift in care (Brickell & Munir, 2008). Other secondary losses included
the social loss of the deceased (McRitchie et al., 2014) and significant changes in family
relationships (Rodriguez et al., 2018).

Finally, themes of disenfranchised grief also featured prominently in the literature
about adults with developmental disabilities. In hopes of protecting individuals with DD
from the loss, they may be overlooked or excluded, which can lead to coping difficulties
(Clute & Kobayashi, 2012). Individuals with DD are provided inconsistent explanations
about death, which can impact their inclusion, understanding, and preparedness for after-

death rituals (Hoover et al., 2005; McRitchie et al., 2014).
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Strengths and Limitations

The strengths of this review are in examining the known aspects that impact the
grief experiences of children with developmental disabilities, highlighting an under-
researched area, and outlining research gaps. To this author’s knowledge, this is the first
narrative literature review on the grief experiences of children with developmental
disabilities that draws from research. One prior literature review was excluded from this
review (Everatt & Gale, 2004), as at the time no published studies on children with DD
existed, so the authors based their review and recommendations on the emerging
literature about adults with learning disabilities (another term for ID in that paper), given
they had no other sources.

The limitations of this review centered around the small number of studies
available. Many of the studies were limited in external validity due to small sample sizes
and proxy reporting, but each one provided some perspective, even if the results could
not be generalized. Though the proxy reporting is a limitation, it is also helpful in
ethically addressing the vulnerability of this population. For instance, in Haider and
Zaman’s (2022) study of adolescents with ID, given the sensitive nature of the content of
their interviews, it would be helpful to know if they accounted for potential emotional
triggering the adolescents may have experienced. Sampling bias across several studies
may also be a limitation. For instance, the children in McClean & Guerin’s (2019) study
had been referred to psychologists for behavioral concerns, which suggested systematic
differences between those who were studied and those who were not (Hoffmann et al.,

2017).
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Implications for Practice

Parents, professionals, and caregivers need to consider the wide-ranging ways that
children with developmental disabilities are impacted by grief, including difficulties
regulating emotions, perseveration on aspects of death concepts, anxiety about changes in
routine, or behavioral manifestations. Clinicians, parents, and educators need to be
mindful that children with DDs may process death concepts at a younger developmental
level, yet may have life experiences that are broader than that stage (Markell & Hoover,
2010). Likewise, adults may misunderstand children with developmental disabilities
appearing to understand concepts as typically developing children would, without
attention to the unique social, developmental, and emotional needs of the child.

Special consideration of their understanding of the concepts of death, in relation
to developmental considerations, is important for appropriate education and intervention.
Though examining grief interventions was outside the scope of this review, strategies
supporting concrete processing of information may be helpful, such as the use of clear
language about death or preparation for what to expect, given the findings that rehearsal
and reinforcement are helpful (McClean and Guerin, 2019). Attention to the secondary
losses children might experience with the death, such as changes in routine or moving to
a new home, is needed to provide appropriate interventions tailored to their
circumstances.

Children with DDs are often excluded from death rituals and education in hopes
of protecting them from the loss, however disability does not shield a child from grief.
With appropriate death education and preparation, they may be able to participate in

community rituals resulting in an inclusive experience rather than one of
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disenfranchisement. Focused attention is needed to provide parents, teachers, and
professionals the tools needed for death education for children with developmental
disabilities, while preparing them for rituals, and inclusion in the community and after-
death responses.

Future Research

This narrative literature review laid bare the gap in the literature on how grief
impacts children with developmental disabilities, and presents opportunities for further
research. As Sormanti and Ballan (2011) wrote, “loss and adjustment experiences of
children with developmental disabilities remain particularly underexamined” (p. 181).
Though one study attempted to utilize Piagetian concepts of typical children’s
development as a theoretical framework for adolescents with 1D (Haider & Zaman, 2022)
and one discussion paper attempted to utilize Worden’s tasks of mourning (Koehler,
2016), a clear theoretical framework to guide grief work with children with
developmental disabilities was lacking. This review sheds light on important aspects of
the grief experiences of children with developmental disabilities, but further research is
needed to build a guiding theoretical framework.

Given the increasing prevalence of ASD, it was surprising that none of the
published studies on children’s grief addressed this subset of developmental disabilities,
as the three small, published studies are on grief experiences of children with ID
(Koehler, 2016). Additionally, no published papers outlining the grief experiences of
children with developmental disabilities from the family’s perspective were identified.

The limited published studies are from proxy professional perspectives, such as teachers
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or psychologists (Ducy & Stough, 2018; McClean & Guerin, 2019). One study is from
the adolescent perspective (Haider & Zaman, 2022).

The literature on risks for prolonged (formerly called complicated) grief for
children with developmental disabilities is also underdeveloped. This appears to be an
area for future research, given the current focus in the general grief literature by
Prigerson and colleagues (2009, 2021) and as explored by Dodd and colleagues in the
literature on adults with intellectual disabilities (2008, 2021).

Conclusion

This narrative review examined the literature on the grief experiences of children
with developmental disabilities, including their understanding of death concepts, social-
emotional responses to loss, and experiences of disenfranchised grief. This
disenfranchisement presents a moral issue, as Doka (2002) argued that the expectations
of inappropriate behavior at rituals, such as funerals, should not be justification for such
exclusion. Considering the importance of equity and inclusion in health care, education,
and social sciences, incorporating the grief experiences of those with developmental
disabilities in appropriate evidence-based interventions and in training for professionals,
as they guide parents and caregivers, is imperative.
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Chapter Three: Understanding the Concepts of Death in Bereaved Teens with
Intellectual Disabilities: An Examination of Measurement Tools?
Abstract
Teens with intellectual disabilities experience disenfranchised grief, as they are
often excluded from death education and rituals. Such exclusion can impact opportunities
to understand the concepts of death and process the loss. This paper examines the
psychometric properties of the limited existing tools designed to measure the
understanding of concepts of death in parentally bereaved teens with intellectual
disabilities (ID) who are included in after-death rituals as compared to those not included.
A literature search uncovered no tools for the concept of death understanding for teens
with 1D, but four related tools were examined due to their potential proximal
applicability. Though further development would be needed, the EsCoMu Scale and the
Concept of Death Questionnaire showed the most potential use for this population.
Further research is needed to develop a tool specific to teens with ID that takes into
account the developmental, cognitive, and social aspects of their grieving experiences.
Keywords: teens, intellectual disabilities, grief, concepts of death, measurement

tools

2 Gaines, A. G. (2023). Understanding the concepts of death in bereaved teens with intellectual disabilities:
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Introduction

Though long assumed that individuals with intellectual disabilities (ID) do not
have the capacity to grieve, research over the past several decades has demonstrated they
are impacted by loss and experience grief after a death (Dodd et al., 2008; Hollins &
Esterhuyzen, 1997; McEvoy et al., 2012) As a marginalized group, their grief is often not
recognized or understood, leaving individuals with 1D at risk of prolonged or complicated
grief, or poor adaptation after a loss (Dodd et al., 2005; Dowling et al., 2006; Read &
Elliott, 2007). Teens with ID (ages 13-19) are particularly impacted by the loss of a
parent, as significant secondary losses often emerge, such as the loss of the primary
keeper of the individual’s history and story (Brickell & Munir, 2008), the social loss of
the deceased (McRitchie et al., 2014), or a shift in care (Brickell & Munir, 2008; Dodd et
al., 2005).

Individuals with ID are a heterogeneous population with a wide range of
experiences and abilities that impact their grief responses (Guerin et al., 2009; McRitchie
et al., 2014). Intellectual disabilities include conditions that can begin in the
developmental period, and impact an individual’s intellectual and adaptive functioning,
including skills related to language, social communication, and activities of daily living
(AAIDD, 2022; CDC, 2022). The DSM-5 categorizes IDs under the broad umbrella of
neurodevelopmental disorders, due to the manifestation during childhood and the
impairment in social, academic, personal, and occupational functioning (APA, 2013).
Varying levels of support may be needed for individuals with ID in navigating daily
functioning and novel situations, and in understanding and incorporating new or complex

information and skills (Gjertsen, 2019; Maulik et al., 2011). Given the additional
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physical and emotional transitions from adolescence to young adulthood, and developing
cognitive maturity, teens with ID may have particular vulnerability in relation to
significant life changes (Haider & Zaman, 2022).

The concept of disenfranchised grief provides a framework for conceptualizing
the grief experiences of individuals with 1D, as they are often marginalized and excluded
from death education and rituals, e.g. after-death funerals or memorials (Doka, 2002).
Disenfranchised grief, which refers to grief that is not socially sanctioned or
acknowledged, impacts individuals with ID since they are often shielded from loss
through exclusion in rituals, provided incomplete or inconsistent explanations of the
death, or considered incapable of grieving (Clute & Kobayashi, 2012; Hoover et al.,
2004; McRitchie et al., 2014).

The exclusion from education and rituals can impact opportunities to understand
the concepts of death. Some individuals with ID may not have a full understanding of
death concepts, making it harder to understand and process the death of a significant
person in their lives (McEvoy et al., 2012). These concepts of death include
understanding irreversibility (a deceased person’s body does not come alive again), non-
functionality (a deceased person’s body no longer functions), and universality (all living
things die) (Speece & Brent, 1984). Knowing an individual’s understanding of the
concepts of death helps provide developmentally appropriate grief support (MacHale et
al., 2009).

Given the importance of including the family system in bereavement support in
hospice and palliative care, understanding and addressing grief in individuals with ID has

implications for a variety of stakeholders, including individuals, families, caregivers,
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healthcare, and mental health professionals. Addressing the needs of underserved,
vulnerable populations, including teens with ID, serves as the foundation of both person-
centered outcomes research and hospice and palliative care. For instance, current research
priorities in the Person-Centered Outcomes Research Institute include issues that impact
individuals with developmental and intellectual disabilities (PCORI, 2021). Additionally,
the National Consensus Guidelines for Palliative Care mandate attention to cultural and
social domains, including the care of individuals with developmental disabilities
(National Coalition for Hospice and Palliative Care, 2018).

Grief measurement tools developed for the general population are often not
appropriate for individuals with ID since they contain abstract and complex language,
and do not take into account the anxiety-related or behavioral challenges that may in fact
be a grief response (Guerin et al., 2009; MacHale et al., 2009). Several grief
measurement scales for adults with ID have been developed in recent years that include
developmental, cognitive, and social considerations in assessing certain aspects of the
grieving experience for those with ID, but the research for teens both with and without ID
is limited. This paper will navigate these limitations and examine the psychometric
properties of several existing tools to inform which one would best address the following
question: What is the demonstrated understanding of concepts of death in parentally
bereaved teens with intellectual disabilities who are included in after-death rituals as

compared to those who are not included?
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Literature Review
Ethical Considerations

Grief research involves myriad ethical considerations, including the sensitive,
often-taboo nature of the subject of death; considerations of an individual or family’s
ability to provide informed consent at a time of emotional fragility; the ability to
comprehend the study given the variation in cultures and language used to talk about
death; and the timing of when to approach bereaved individuals (Cook, 1995; Stroebe et
al., 2003). Researchers need to have a solid study design and methodology as well as the
experience and skill level to conduct such research sensitively with a vulnerable
population (Stroebe et al., 2003). Planning ahead for potential emotional triggering for
the participants needs to be part of this study design (Cook, 1995).

Additionally, the vulnerable population of teens with 1D needs to be strongly
considered due to the historical social vulnerability of persons with ID (Fisher et al.,
2016) and the protections needed for research with children and teens, including issues
related to informed consent and assent (Crane & Broome, 2017). Some researchers argue
that the voices of individuals with ID need to be incorporated into the research process
(Gjertsen, 2019), which has prompted the recent development of self-report tools
specifically for use with bereaved adults with ID (Dodd et al., 2021; McEvoy et al., 2012;
O’Keefte et al., 2019). However, such tools can be used only with individuals who can
demonstrate the adaptive and intellectual functioning needed to engage in self-report. The
Index of Social Competence (McConkey & Walsh, 1982) is often used to ensure that
participants have an appropriate level of functioning, resulting in studies that include only

individuals with mild or moderate levels of ID.
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Because teens with ID demonstrate variation in adaptive and cognitive abilities,
proxy reporting by utilizing the measurement tools with the surviving parent/guardian or
caregiver of the teen could alternatively be used, even at the risk of secondary reporting
not fully capturing the experiences of the teens. In the limited prior research on teens with
ID and their grief experiences, one study interviewed teens with 1D directly (Haider &
Zaman, 2022), but the two other published studies on children with ID have worked with
professionals such as teachers or psychologists (Ducy & Stough, 2018; McClean &
Guerin, 2019).

Importance of Reliable and Valid Tools

The use of appropriate measurement tools, that includes confirmation of
reliability and validity, is the foundation of sound research design (DeVon et al., 2007).
When measuring grief-related outcomes for individuals with intellectual disabilities,
Stancliffe et. al (2017) suggest that properties of any self-report instruments for this
population include the cognitive and communication needs of the group and the
sensitivity of the topic of death. Tools need to be designed with developmental, cognitive,
and adaptive functioning in mind, and without abstract or complex language to ensure
accessibility (McEvoy et al., 2012).

Methods

Using PubMed, Psychinfo, Google Scholar, and Health and Psychosocial
Instruments (HAPI), a search was conducted in September 2022 with no date limitations
using a combination of the terms: measurement of concepts of death, grief, intellectual or
developmental disabilities, children, and teens. No results emerged for a tool to measure

the concepts of death in teens with ID. Related results included several tools to measure
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other aspects of the grief experience for adults with 1D that did not fit the outcome
measures for this paper, such as complicated grief (Dodd et al., 2008, 2021; Guerin et al.,
2009). Three other tools related to measuring concepts of death in adults with ID were
chosen for examination in this paper even though they were not developed for the teen
population (Rodriguez et al., 2018; MacHale et al., 2009; McEvoy et al., 2012).

Additionally, searching for tools related to typically developing children that
measured concepts of death yielded Smilansky’s (1987) foundational Death Concept
Questionnaire to establish children’s understanding about death concepts in humans and
animals. This questionnaire was utilized widely and adapted for subsequent work with
children and their understanding of death (e.g. Lazar & Torney-Purta, 1991; Orbach et
al., 1986; Slaughter & Griffiths, 2007). However, because the tool is scored on the
sophistication and correctness of responses (Fernandez-Alcantara et al., 2021), which
may not be appropriate for the population of teens with ID, it was not included in this
review. Instead, a recent tool rooted in the foundational literature that was developed to
measure understanding of death and considered to have applicability in populations with
neurodevelopmental disorders was included (Fernandez-Alcantara et al., 2021). Refer to
Table 5 for a summary of the tools selected for this review.

Findings

Staff Attitude Questionnaire (STAQ)

The STAQ was developed by MacHale and colleagues in 2009 to administer to
staff working with adults with ID to obtain bereavement-related information (MacHale et
al., 2009). The questionnaire was designed to measure the staff’s perceptions of the

individual’s understanding of concepts of death (COD), their prediction about the nature
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of behavioral responses and support needs after a death, and the staff’s own confidence in
supporting the bereaved. The ten-item questionnaire, which includes four questions
related to the understanding of COD, was developed for the authors’ study of staff
perceptions of adults with ID in a service agency in Ireland, but no information was
shared regarding the development process related to those questions, or stakeholder
involvement in the design of the questionnaire. An example of a COD question in this
tool is, “Do you think this person would understand that all life-defining functions (e.g.
seeing. breathing) cease after death?” (MacHale et al., 2009, p. 578), and answers were
reported on a scale representing level of understanding.

Initial validation testing focused on convergent validity between the staff ratings
of the COD questions with independent assessments of the participants’ own
understanding. A sample of 42 staff ages 24-63 (M=40.7 years, SD=10.1) provided
information on 34 adults with ID from ages 19-57 (M=35.3 years, SD=8.95), 17 of whom
had experienced the death of a parent or sibling. Spearman’s rho was 0.536, p=0.000,
showing a positive correlation for STAQ questions about COD with participants’ actual
scores. Further criterion of identical agreement testing indicated that staff tended to
overestimate COD understanding (t=3.047, df=67, p=0.003).

Reliability measures included the determination of internal consistency by having
two staff rate each adult with ID for the overall tool (Cronbach's alpha of 0.7 was
adequate), and for the four COD questions (Cronbach’s alpha of 0.84 was high). Test/re-
test reliability demonstrated positive correlations between staff respondents for three out

of four items on the COD questions (median Spearman’s rho was 0.58).
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Rodriguez et al. (2018) incorporated questions from the STAQ tool into the
creation of the IGCS-ID (discussed below). Otherwise, no other applications of the
STAQ in other studies or populations were identified. Since the STAQ is a proxy
instrument, with demonstrated high internal consistency for the COD questions, it may
have potential to be used by other proxy respondents, such as parents/guardians or
teachers of teens with ID.

Concept of Death Questionnaire

The Concept of Death Questionnaire was developed by McEvoy and colleagues
in 2012 to measure the understanding of concepts of death in adults with ID as a 13-item
self-report tool (McEvoy et al., 2012). The researchers developed a semi-structured
interview based on the work of Mahon and colleagues’ (1999) Concept of Death
Assessment tool, and used three death-related vignettes to assess understanding of COD,
instead of traditional questions. Five subcomponents of COD were explored through
questions about the vignettes, i.e. finality/universality was assessed by “Will grandfather
ever be alive again?” (McEvoy et al., 2012, p. 194). Responses were scored on a scale of
understanding of 0-2, for a total possible score of 0-26, and then thematically analyzed
for key concepts related to COD. This tool was initially used in the researchers’ study of
34 adults with ID in Ireland, 17 of whom had experienced the death of a parent or sibling;
the others did not have a bereavement experience. This is the same study used to develop
the STAQ tool, as described above. No information was provided about stakeholders
involved in the formation of the tool. This tool has not yet been used with teens, but
because the vignettes are relatively simple, there may be applicability with teens with

mild to moderate ID.
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Initial validation of the tool was focused on multiple measures of reliability.
Internal consistency for COD scores was satisfactory (Cronbach’s alpha was 0.75), and
inter-rater reliability showed a strong correlation (Spearman’s rho was 0.87), with kappa
values ranging from substantial agreement to almost perfect agreement for various
subcomponents of COD. The inter-rater reliability of coding of transcripts showed inter-
rater agreement in subcomponents ranging from 70-90% agreement, with an average of
79.8% agreement.

The Concept of Death Questionnaire tool has been used in several other studies,
including a study designed to replicate the work of McEvoy et. al (2012) with 110
Chinese adults with ID (Chow et al., 2017). In addition, Stancliffe et al. (2017) completed
the first independent psychometric evaluation of the tool with 11 adults with ID and two
disability staff in Australia. They found internal consistency of Cronbach’s alpha of 0.81
for all participants with 100% agreement in scoring for inter-rater reliability with the
adults with ID. Seeing that the instrument worked properly with this smaller group,
Stancliffe and colleagues made no changes to it and concluded it is a valid and reliable
instrument. They described part two of their study in another paper that used the tool to
explore further if there are differences in understanding COD (and they also assessed fear
of death) in adults with 1D and disability staff (Stancliffe et al., 2016). They found adults
with ID had significantly less understanding of the COD than the staff (F (5,71)=2.49,
p=.039).

Inventory of Grief and Coping Strategies in Intellectual Disability (IGCS-ID)
This proxy informant scale was developed by Rodriguez and colleagues in 2018

to assess understanding of the concepts of death, the coping with a loss, and post-
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bereavement reactions in adults with ID from the perspective of professionals with whom
they work. This tool was used in a study of 149 professionals in Spain (ages 29-66,
M=44.04 years, SD=8.65) to assess the grieving process of 380 bereaved adults with ID
(ages 21 to 77 years, M=48.3 years, SD=11.2). To develop the tool, the researchers
translated the STAQ (MacHale et al., 2009) and a Bereavement Needs Assessment Tool
(Blackman, 2008) into Spanish, reformulated the items for grammatical and content
understanding, and used a translation process to develop the 20-item Likert-type scale. A
sample question from this tool is, “The individual understands that all living beings
(including themselves) die” (Rodriguez et al., 2018, p.1007), with answers scored from 1-
4 (fully disagree to fully agree). Several other questions ask about inclusion in after-death
rituals.

Initial validation of the IGCS-ID included factor analysis to determine construct
validity. Three redundant items were removed due to lower factor loading. Subsequent
exploratory factor analysis was performed on the 34 remaining items, resulting in a 20-
item scale with three dimensions with good model fit (goodness of fit index=0.990, root
mean square residual =0.044, Kelly criterion=0.051). Internal consistency was examined
and showed adequate levels of reliability (Cronbach’s alpha 0.93 for understanding
COD). The internal consistency of the whole scale was Cronbach’s alpha of 0.88, which
explained 61.45% of the total variance, with coping with loss factor explaining the most
(39.40%). Test/retest reliability was not yet examined. Results indicated that almost one-
fourth of participants did not understand the concepts of death, but the rest had a good
understanding, which aligned with previous research (McEvoy et al., 2012; Stancliffe et

al., 2016).
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Besides this initial validation study, no other applications of the IGCS-ID were
identified, so it is not yet known how it would fare in other languages and with other
populations, such as teens with I1D. Because it is a proxy tool, it could have potential use
with parents/caregivers or educators of teens with ID.

EsCoMu Scale

Developed by Fernandez-Alcéntara and colleagues in 2021, the Escala sobre el
Concepto de Muerte (EsCoMu) scale was designed to assess the understanding of the
concepts of death in Spanish-speaking primary school children ages 6-13. The tool was
used in a study of 358 students ages 6-13 (M=9.92 years, SD=1.57), not necessarily
bereaved, in five schools in the Spanish provinces to provide an understanding of their
development of the COD. The 27-item dichotomous (yes/no) rating tool was first
developed by four authors of the study who are researchers and professionals in the field
of bereavement, then evaluated by a panel of experts as part of content validity testing. It
was based on prior works, including Interview Schedules by Speece and Brent (1992),
and a Structured Interview on Death Concepts (Vifias Poch et al., 2000). Examples of
questions in the EsCoMu Scale include, “Can a dead person come back to life if you
really want it?” and “Can a dead person move?” (Fernandez-Alcéantara et al., 2021, p.5).

Initial validation focused on construct validity through exploratory factor analysis,
and then confirmatory factor analysis, which showed an adequate fit index for the four
model dimensions (universality, irreversibility, non-functionality, and causality). In
addition, validity was demonstrated through contrasted groups using different ages, and
hypothesis testing which stated that younger children will have lower scores in four

dimensions of COD than older children. Multivariate analysis was used to provide further
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validity evidence related to variables such as age, sex, having a recent loss, and school
setting, with age showing as a factor influencing COD understanding. Reliability was
demonstrated through internal consistency analysis (Cronbach’s alpha of 0.83).

The EsCoMu scale was recently developed in 2021, and a literature search did not
uncover subsequent use in different studies or populations. Although the scale was not
developed for children with intellectual disabilities, the researchers argue that due to the
use of simple, non-abstract questions, it could be applicable for children with
neurodevelopmental disorders, which includes individuals with ID. They also suggest
that the ease and quickness of the scale make it possible to use to compare between
studies, or between populations. Given these factors, the tool may have potential use with
the teen population with mild or moderate ID.

Discussion

Each of these four tools comes with pros and cons in relation to the research
question that seeks to examine the understanding of COD in parentally bereaved teens
with ID who are included in after-death rituals as compared to those who are not
included. The STAQ and IGCS-ID are the two proxy tools that could have potential use
with the surviving parent/guardian of a teen with ID, especially as the tools could include
teens with limited verbal communication skills or with severe or profound levels of ID.
However, the STAQ criterion testing found that staff respondents overestimated the
concept of death understanding, which is consistent with limitations in the literature
about the accuracy of proxy reporting (Laugsand et al., 2010).

Self-report tools help provide the voices of those directly impacted by the

experience, which is consistent with person-centered outcomes research. However, with
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the ethical considerations in conducting research in a time of grief with a vulnerable
population, careful consideration must be made before proceeding with these tools. The
self-report tools of the Concept of Death Questionnaire and the EsCoMu Scale would
likely only be possible for teens with mild or moderate levels of ID. In addition,
particular training may be needed to account for emotional triggering, and to understand
the developmental and social considerations of teens with ID.

Ease and quickness of administration in relation to richness of data are other
factors to be considered. The ten-question STAQ (which includes four questions about
COD) may offer ease of use, but perhaps not the depth of responses attained from the 20-
item IGCS-ID, which includes several questions about inclusion in after-death rituals, or
the 27-item EsCoMu Scale. The Concept of Death Questionnaire involves sharing of
vignettes to glean an understanding of COD, so that tool may produce richer data than the
yes/no dichotomous scale of the ESCoMu Scale. However it could be time-consuming to
appropriately and sensitively administer a tool that uses vignettes, and concerns need to
be addressed to avoid researcher bias and provide standardization across uses.

Finally, cultural considerations are important. Except for the Concept of Death
Questionnaire, which has been used in Ireland, China, and Australia, all of the reviewed
tools are in early development as they have not yet been used outside the population for
which they were developed. Two of the scales are validated for use with Spanish-
speaking respondents (IGCS-1D and EsCoMu). The STAQ has been used only with a
population of adults with ID in Ireland. Therefore, further development of the tools may
be needed before they are ready for use in diverse cultural and geographic populations of

teens with ID.
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Conclusion

This paper examines the psychometric properties of the limited existing tools to
best measure the understanding of concepts of death in parentally bereaved teens with ID
who are included in after-death rituals as compared to those who are not included. The
EsCoMu scale is an intriguing choice given the strong development of the tool, the ease
of use, and the researchers’ suggestion of applicability in populations with
neurodevelopmental disorders, which includes individuals with ID. The alternative is the
Concept of Death Questionnaire, given that it has been used in three countries, and elicits
answers through responses to simple vignettes. Although the scale does not use pictures,
the simple vignettes may be close to the concept of Social Stories, an often-used modality
in special education to help with social understanding (Gray, 2015). Adding pictures to
the scale could be a possible enhancement that would lend to further understanding
through visual cues. Because both the EsCoMu scale and the Concept of Death
Questionnaire are both self-report tools, they would preclude use with teens with more
severe levels of ID.

Future research is needed for the development of a validated and reliable tool to
measure the understanding of COD in teens with ID. Further testing of tools to measure
COD is needed across cultures and age groups, and all tools presented in this paper need
further development to be translated into other languages. Information obtained from
such research may help teens, parents, caregivers, and other professionals in decision-
making about participation in after-death rituals, and in how to navigate the unique

social, developmental, and emotional needs of the teen after a death.
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Chapter Four: Caring Connections: A Grounded Theory Study of the Grief and
Bereavement Experiences of Children with Intellectual Disabilities
Abstract

Background

Overlooked in grief research, children with intellectual disabilities (ID) have
cognitive and developmental differences that may impact their processing and coping
after the death of a significant person in their lives. With the extant literature largely
deriving from proxy professional perspectives, the purpose of this qualitative study was
to elucidate the grief and bereavement experiences of children with ID from the
perspective of their caregivers, and optionally from their child, and to develop a
substantive theory to guide developmentally informed interventions.
Methods

This study used interpretive grounded theory methodology to guide the approach
and analysis. Eligible participants were caregivers of a child with ID who was 5-17 years
old when they experienced the death of someone in their life within the past 6 months to
3 years. Caregiver participants could optionally include their child. After purposive
sampling, caregiver participants (n=19) and children (n=6) participated in semi-structured
interviews from April to October 2024. Caregiver participants, largely parents, resided in
15 states, ranged from 38-58 years (M=47.1, SD=5.6), were female (100%), and
represented children with varied conditions who were 57.9% female, 42.1% male, and

ages 5-17 years at the time of the loss (M=11.0, SD=3.6).
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Results

This research resulted in the grounded theory of Caring Connections, an
explanatory model of the grief and bereavement experiences of children with ID. Six
categories in the model incorporate processes related to how children with 1D understand
and experience loss, maintain connections with the deceased, intuit the feelings of others
while caring for others in their grief, and cope through the familiarity of the known
support system and routine. The data suggest that children with ID may have an interplay
between internal self-processes and outward social processes that may impact their
coping and desire to support others in their grief.
Conclusion

The Caring Connections theory has clinical and practical implications for
children, families, and stakeholders across diverse sectors. In general, supporting children
with ID in their grief includes facilitating caring connections. Furthermore, exposure to
loss and inclusion in community rituals may enhance coping and foster developmentally

inclusive bereavement care.
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Introduction

The death of a significant person in a child’s life can tremendously impact their
social and emotional well-being as they grieve the loss. Grief is defined as the natural
response to loss, including experiences, feelings, and thoughts (Worden, 2018), while
bereavement refers to the state and situation of having lost someone due to death and the
loss to which they are trying to adapt (Stroebe et al., 2008; Worden, 2018).
Encompassing physical, emotional, spiritual, and cultural domains, a child’s grief is
impacted by myriad factors, such as the relationship of the child to the person who died,
the circumstances of the death, their support system, and their developmental age and
stage (Worden, 2002). Children’s grief reactions can manifest in many ways, including
somatic symptoms, social withdrawal, anxiety, or regressive behavior, and expressions of
grief in spurts (Worden, 2002). As children progress through developmental stages, they
typically re-grieve the death in increasingly complex ways based on their maturation and
processing of important milestones (McNiel & Gabbay, 2021). Contemporary research
has recognized the distinct disorder of prolonged grief (Prigerson et al., 2021), which
occurs in children when intense yearning, feelings of numbness, and other distressing
symptoms impact daily functioning at least six months after the death. This is of concern
to clinicians due to the potential for trauma and negative long-term consequences,
increased anxiety, suicidal ideation, and major depressive disorder (Prigerson et al.,
2021).

Overlooked in grief research, children with intellectual disabilities (ID) have
cognitive, social, and developmental differences that have been minimally examined in

relation to their grief and bereavement experiences (Gaines, 2022). Falling under the
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umbrella of developmental disabilities, 1Ds typically occur before birth or during a
child’s development (Schalock et al., 2021). IDs encompass a range of conditions,
including genetic syndromes, such as Down syndrome or Fragile X syndrome; exposure
to alcohol or other toxins in the womb; traumatic brain injury; or infections or events
during labor and delivery (American Psychiatric Association, 2024). Impacting about 1-
2% of children in the US population (Patrick et al., 2021), individuals with ID often
experience a high level of healthcare utilization due to concurrent medical needs and
supportive services (Nicholson et al., 2022). Children with ID have a range of adaptive
and intellectual abilities and utilize varying levels of support for differences related to
motor development and speech, navigating new situations, understanding social rules,
understanding and incorporating complex information, and solving problems (CDC,
2024; Schalock et al., 2021).

The available research on grieving children with ID suggests they may be
marginalized in their grief, as they are often considered incapable of experiencing the
emotional depth of a loss and may be excluded from after-death rituals, such as funerals
or memorial services (Markell & Hoover, 2010; McClean & Guerin, 2019). The few
published studies on grieving children with 1D, typically from the proxy professional
perspective, demonstrate that children are impacted by loss, even if their level of
comprehension of the death is impacted by their disability (McClean & Guerin, 2019).
They are also at high risk of secondary losses, especially with the death of a parent, who
may have been the primary social support and best communicated with the child (Brickell
& Munir, 2008). Additionally, caregivers and support professionals may not have the

tools and experience to facilitate and promote adaptive coping during these times,
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especially given the inclination for caregivers to minimize the impact of the loss on
children with ID (Brickell & Munir, 2008; Ducy & Stough, 2018).

Children with 1D are likely to experience the death of a significant person prior to
adulthood. For instance, the number of older adults 85 and older in the US is expected to
increase to 13.7 million by 2040, more than double the population since 2022
(Administration for Community Living, 2024), leading children with ID to experience the
deaths of grandparents or great-grandparents. In addition, approximately 9% of the
children in the US, a subset of whom have an 1D, will experience the death of a parent or
sibling by age 18 (Judi’s House/JAG Institute, 2024). To support children in these losses,
diverse stakeholders, from healthcare professionals to educators, need to have a
conceptual understanding of children’s experiences and a theoretical framework to
inform developmentally inclusive grief support. As of this writing, no published studies
have provided empirical data from the family perspective, a notable gap given the
intrinsic involvement of primary caregivers in the care and support of children with 1D
(Machalicek et al., 2015). Additionally, the conventional grief theories used to
conceptualize the experience for adults and children in the general population have not
been explored in populations of children with ID. For instance, the cognitive framework
developed by Piaget (1954), which is commonly used to delineate how children
assimilate and accommodate knowledge and understand death, may pose complications
when applied to children with developmental disabilities, including those with ID, due to
discrepancies between cognitive and developmental stages (Markell & Hoover, 2010).
Other often utilized theories, such as the Continuing Bonds Model (Klass et al., 1996;

Klass & Steffen, 2018) and the Four Tasks of Morning (Worden, 2002, 2018), emphasize
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enduring bonds with the deceased; however, these models have not been explored in
relation to grieving children with ID to see if they are applicable to children who may
have differences in making inferences and abstract analogies (Lifshitz et al., 2011). To
address these gaps in the literature, both related to theory and the lack of family
perspective, the aims of this study were to elucidate the grief and bereavement
experiences of children with ID who have experienced the death of a significant person in
their lives through the perspective of their primary caregiver, and optionally from their
child, and to develop a substantive theory on how children with ID grieve in order to
inform developmentally-appropriate interventions.
Methods

Design

This qualitative, grounded theory study used data from semi-structured interviews
to explore the grief and bereavement experiences of children with ID. Grounded theory is
a useful methodology for discovering new dimensions in research, addressing questions
about a process, and generating substantive theory that is grounded in the data (Corbin &
Strauss, 2015; Tie et al., 2019). Unlike formal or grand theory, substantive theory is
specific enough to be useful in clinical practice and is helpful in understanding questions
about process (Merriam & Tisdell, 2016). Additionally, it lays the groundwork for future
research to conceptually build upon the theory under different conditions and with
different groups (Corbin & Strauss, 2015).

There are several variations of grounded theory methodology, each rooted in
specific ontological and epistemological assumptions (Sebastian, 2019). Ontology, the

study of reality, pertains to philosophical assumptions about what exists, whereas
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epistemology has to do with the study of knowledge (Merriam & Tisdell, 2016). As a
variant of the traditional, classic grounded theory by Glaser and Strauss (1967), which is
situated in a mix of positivism and interpretivism, the interpretive grounded theory
approach, as outlined by Corbin and Strauss (2015), has a philosophical underpinning
rooted in interpretivism and symbolic interactionism (Corbin & Strauss, 2015; Sebastian,
2019) The ontological approach of interpretivism has to do with the assumption that
reality is subjective and individually perceived, the opposite of a positivistic view of an
objective reality (Merriam & Tisdell, 2016; Wells & Giacco, 2024). The epistemological
influence of this methodology is symbolic interactionism, which is a sociological
perspective that suggests knowledge is socially constructed through symbolic meanings
in shared interactions (Engward, 2013; Oliver, 2012). Unlike classical grounded theory,
in which the researcher attempts to be detached from any influence (Glaser & Strauss,
1967), interpretive grounded theory allows for the researcher to have prior knowledge of
the literature and to reflexively consider any biases as they actively engage in the
research process (Sebastian, 2019). This active stance increases sensitivity to the data and
strengthens the quality of the research (Corbin & Strauss, 2015; Sebastian, 2019).

With focused attention on the philosophical underpinnings of this study,
methodological congruence was maintained throughout the research process. The
research questions in this study related to a little-known phenomenon (grief and
bereavement experiences of children with ID) with the aim of producing a substantive
theory that uncovers a process. These questions informed the inductive approach of
grounded theory methodology, which is rooted in the constant comparative analysis of

data and theory that is constructed based on the meaning of the experiences to the
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participants (Corbin & Strauss, 2015). Building on a storyline developed by Ducy and
Stough (2018), pointing to grieving children with ID experiencing loss in a range of
ways, this study addresses the lack of a guiding theoretical framework through this
interpretive grounded theory approach.

Setting and Participants

Eligibility Criteria

Inclusion criteria for eligible participants were individuals who were adults ages
18 or older, who read and communicate in English, live in the United States, and are the
primary caregiver (e.g., parent or guardian) of a child with ID who was between the ages
of 5-17 when they experienced the death of a significant person in their lives within the
past six months to three years (Appendix A). The six-month period was in place so as not
to approach bereaved individuals during a vulnerable time too close to their loss, but also
within a time frame in which the experiences will remain current. An outward limit of
three years from the death was in place to enhance recruitment efforts yet facilitate recall.
Due to the sensitive nature of the subject matter and to place a minimal burden on the
primary caregiver’s time, participation involved one interview. However, participants had
the option to be available for follow-up questions and for member checking of the
preliminary results.

Caregiver participants had the option to include their child for a short part of the
interview, in which they asked several pre-set questions of their child, in an effort to
include the perspectives of those being studied in the research and from the safety of
having a familiar adult ask the questions. Developed in consultation with a special

education researcher, accommodations were available to foster the inclusion of children
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who communicated nonverbally or with limited verbal communication, such as pictorial
assent (e.g., images of yes or no), or the option to answer questions via their
Augmentative and Alternative Communication (AAC) device or by drawing a picture
(Kelly, 2007; Pyle & Danniels, 2016) (Appendix B). After the interview, participants
were given an electronic gift card (one per family) as a token of appreciation for their
time and effort.
Samplingand Recruitment

Using purposive sampling, participants were recruited through emails (Appendix
C) to approximately 350 national, state, and local disability support and advocacy
organizations across the US, representing disabilities such as Down syndrome and Fragile
X syndrome. Additional recruitment occurred through contacts in the lead researcher’s
network (n=31) and several grief organizations (n=4). Organizations and contacts were
provided with the study flyer (Appendix D) and a general overview of the research and
were asked for their consideration in sharing with their communities. Prospective
participants were not directly targeted by the researcher for recruitment to further ensure
participation was voluntary. Approximately 19% of the organizations and contacts,
including the National Fragile X Foundation, National Down Syndrome Society, LuMind
IDSC Foundation, state Arc organizations, and numerous local Down syndrome
associations, agreed to share the information with their communities, such as through e-
newsletters or their social media channels. Forty-nine prospective participants expressed
interest in the study. Prospective participants were screened by phone for eligibility
(Appendix E) and, if applicable, were sent a Research Information sheet for Adults

(Appendix A) and a Research Information Sheet for Children (Appendix B), with
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information on the optional inclusion of their child. Primary reasons for ineligibility
included the time since the loss was greater than 3 years (n=11), the child was over 18
when the loss occurred (n=12), or not having a diagnosis of ID (n=3). An additional
individual did qualify but decided not to participate, and several individuals (n=6) did not
follow up after initially expressing interest.

Throughout the recruitment process, approximately 2000 emails were received
from spam bots to the lead researcher’s email address. The problem was identified at the
start of the recruitment process when spam emails with unique Gmail addresses would be
received in bursts over several days after some organizations had shared the recruitment
flyer through their networks. Upon consultation with the University of Maryland,
Baltimore’s Information and Technology Department, a separate folder was created to
route any Gmail emails that were received. The lead researcher was then able to carefully
review each email to pull out the bot mail. The bot emails were easily detected in several
ways: First, they tended to come in repeated clusters, such as ten emails in a row with the
subject line “Interested” and limited or no other information. Second, other emails were
written in formal prose or with grammatical inflections that were inconsistent with
language from true prospects, such as, “I found out about your research project on social
media, after reading through the necessary criteria | found myself eligible to participate
and share my experience and thoughts with you for the purpose of your research study,
thank you for considering my humble request looking forward to hearing from you soon.”
Third, many of the names of the participants did not seem believable, such as those
belonging to celebrities or sports figures. Other spam responses were identified by the

language used to talk about their child, which was markedly inconsistent with legitimate
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responses. For instance, the spam responses included language about intellectual
disability and suffering, such as, “My child who is 6 year is suffering from intellectual
disability due to the death of his close mother.” One national disability research
organization shared the study flyer through their social media channels and had interested
prospects respond through their organization’s fill form that was routed to the
researcher’s email. Even with a reCAPTCHA on the fill form, some email responses
came through from Gmail bots, which were again screened carefully.

The infiltration of bots in research is an increasingly common problem in online
research (Griffin et al., 2021). Though this study did not use an online survey or complete
online outreach, many of the organizations shared the flyer on their social media
platforms, which seemed to attract bots. The mention of a gift card on the study flyer may
have initiated these responses, as this is a noted incentive for fraudulent responses
(Teitcher et al., 2021). Methods to safeguard the integrity of data from bots include data
protection such as reCAPTCHA codes on surveys, reconsideration of incentives such as
gift cards, and developing a data integrity plan, such as removing duplicate emails
(Griffin et al., 2021). Since this study did not use a survey, the first method was not
applicable. Next, the lead researcher (A.G.G.) and the Principal Investigator (J.G.C)
discussed the IRB-approved gift card plan, and it was decided to keep that in place to
acknowledge the time and effort of the actual participants. Therefore, the data integrity
plan included the email screening strategies, as noted above. In addition, phone
screenings were completed with any prospective participants, which would have also
screened out bots. Two responses from the fill forms were difficult to discern as they

seemed like bots, yet had Yahoo email addresses; however, when emailed to set up a
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phone screening, both prospects did not engage in the phone screening process. None of
the completed phone screenings revealed concerns about bots, and the researchers felt
confident that data integrity was maintained.

The final sample included 25 participants, comprised of 19 adult caregiver
participants (38-58 years, M=47.1, SD=5.6) and six children from those families (age
range at time of interview 9-17; M=11.8 years at the time of loss, SD=3.7), who were
optionally included for a short part of the interview (Tables 6 and 7). The adult
participants were female (100%), mostly mothers (94.7%), resided in 15 states in all four
geographic census regions of the US, and had a range of self-described religious and faith
orientations, including Catholic, Christian, Eastern Orthodox, Jewish, Methodist, Pagan,
non-denominational, and non-religious beliefs. They represented the perspective of 19
children with ID (ages 5-17 at time of loss, M=11.0, SD=3.6) with four conditions,
including Down syndrome (n=14, 73.7%), Fragile X syndrome (n=3, 15.8%), and other
conditions (n=2, 10.5%), not differentiated as to ensure confidentiality of those with
lesser represented conditions. Several children (n=3, 15.8%) were also identified with
autism spectrum disorder as a co-occurring diagnosis. Three of the children had a
neurotypically developing twin. Their parents described their children’s range of
communication modes from “very verbal” or “low verbal” to “nonverbal.” Though
“nonspeaking” is a term increasingly used in disability research, particularly related to
autism spectrum disorder (Mishra, 2024), this paper remains consistent with the verbatim
language of the parents who used the term “nonverbal” instead of “nonspeaking.” Three

of the children communicated with an Augmentative and Alternative Communication
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Table 6

Demographic Characteristics Adult Caregiver Participants (N=19)

M SD
Current age (range 38-58 years) 47.1 5.6
Children in family 2.6 1.1
N %

Current marital status

Married/partnered 13 68.4

Single 1 5.3

Divorced/separated® 4 211

Widowed 1 5.3
Adult caregiver’s relationship to
the deceased®

Child/grandchild® 14 58.3

Spouse/partner 1 4.2

Ex-spouse/ex-partner 4 16.7

Other 5 20.8
Adult caregiver’s relationship to
the child with 1D

Mother 18 94.7

Legal Guardian 1 5.3
Gender identified

Female 19 100

Male 0 0
Race

White 17 89.5

Non-White 2 10.5
Ethnicity

Non-Hispanic or Latino 18 94.7

Hispanic or Latino 1 5.3
Geographic region residing US

Northeast 3 15.8

Midwest 5 26.3

South 4 21.0

West 7 36.8

2 Includes being divorced/separated from the deceased at the time of death and not currently married.

® Note: There were 24 losses among the 19 participants, as some participants experienced >1 loss in the
specified time period.

¢ Includes participants who experienced the death of their spouse/partner’s parent/grandparent.
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Table 7

Demographic Characteristics Children with ID

Demographic Characteristics of Children Subset of children who
represented by their adult caregiver (N=19) participated in interview (N=6)
M SD M SD
Age(s) at time of loss 11.0 3.6 11.8 3.7
(years)?
Current age of child 12.3 3.2 13.3 3.2
N % N %
Age(s) at time of loss
(years)
5-8 9 37.5 3 30
9-12 5 20.8 1 10
13-17 10 41.7 6 60
Gender identified
Female 11 57.9 3 50
Male 8 42.11 3 50
Race
White 17 89.5 6 100
Non-White 2 10.5 0 0
Ethnicity
Non-Hispanic or 18 94.7 5 83.3
Latino
Hispanic or Latino 1 5.3 1 16.7
Conditions®
Down syndrome 14 73.7 5 83.3
Fragile X syndrome 3 15.8 0 0
Other® 2 10.5 1 16.7

2 Note: there were 24 losses among the 19 participants, as some participants experienced >1 loss in the
specified time period.

® Autism spectrum disorder was identified as a co-occurring diagnosis in 15.79% of children.

“The category of Other includes two other conditions, not listed as to safeguard confidentiality for single
cases.

(AAC) device or with signs or gestures. All children who participated in the interviews
communicated verbally, and one child chose to respond to a question through a drawing.
Since contemporary conceptualizations of ID have moved towards person-centered
systems of support and away from classification levels (Schalock et al., 2021), the
children’s cognitive level was not assessed; rather, the parents described the many ways
the children participated in daily life and/or received support, such as through special

education services at school.
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The 19 families in this study experienced a total of 24 losses, which varied widely
in terms of the age of the decedent (21-104 years; M=63.0, SD=19.4) and the
circumstances and types of loss. For instance, the children’s losses included the deaths of
parents (n=7, 29.2%), grandparents/great-grandparents (n=14, 58.3%), or other close
family or friends (n=3, 12.5%). The circumstances of the deaths also varied, including
expected reasons (n=11, 45.8%), such as death after a long illness, and unexpected
reasons (n=13, 54.2%), including sudden medical events, substance use-related causes, or

accidents (Table 8).

Table 8
Demographics Related to the Loss
M SD
Age of decedent at time of death 63.0 194
(years); range 21-104
Length of time since loss at time of 15 0.8
interview (years)
N %
Circumstances of the death?
Expected death 11 45.8
Unexpected death® 13 54.2
Decedent’s relationship to the
child
Parent 7 29.2
Grandparent/great-grandparent 14 58.3
Other 3 12.5

& Some families experienced multiple losses, so the total losses exceed the number of participants.
®Unexpected death includes medical circumstances, substance use causes, or accidents.

Ethical Considerations

This study design accounted for the vulnerability of primary caregiver
participants, due to approaching them in a time of loss and with sensitivity to the support
they are providing to a child with ID. Numerous measures were in place to adhere to
ethical practices in research, including not directly targeting any participants to avoid

potential coercion, ensuring participants understood the voluntary nature of this study,
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and allowing for breaks or continuing the interview another time. One participant needed
to continue her interview at another time as she lost power during the interview, and one
of the participants opted to continue part two of the interview at a time that fit her child’s
schedule. A seventh child was lined up for an interview, but before the interview began,
she changed her mind as she wanted to play with another family member instead.

Two Research Information Sheets, one for adult participants and one for the
optional inclusion of the child, described the slight risks of the study to the participants,
including the potential for emotional discomfort due to the sensitive subject of death and
grief. Provisions were in place to mitigate this risk, including reminding participants they
could take breaks, skip interview questions, or stop the interview. Participants also had
the option to participate via videoconference or phone, and if on videoconference, to have
their camera on or off to maximize their comfort. Additionally, all participants were
provided with a grief resource sheet (Appendix F) after the interviews, in the unlikely
event further support was needed. This study received approval from the University of
Maryland, Baltimore Institutional Review Board (HP-00108903).

Data Collection

Semi-structured interviews were completed by researcher A.G.G., who has
extensive professional experience as a hospice and bereavement social worker. Separate
interview guides for adults (Appendix G) and children (Appendix B) were developed in
consultation with an interprofessional dissertation committee with expertise in hospice
and palliative care, nursing, social work, qualitative research, and special education. With
open-ended questions to elicit participant feedback, the semi-structured format allowed

flexibility for theoretical sampling, as researcher A.G.G. probed with follow-up questions
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as emerging topics/categories were explored. Interviews ranged in duration from 27 to 75
minutes, and all participants chose videoconference with the camera on. After a review of
the Research Information Sheet and the opportunity to ask questions, participants
recorded their verbal consent (Appendix G) at the start of the interview. Interviews were
recorded via Zoom, saved to a secure server through the University, and transcribed by
researcher A.G.G. via Microsoft Office 365. The transcript was first cleaned to remove
any identifiable information, such as names or locations. The researcher then reviewed
the video, corrected the transcription as needed, and included relevant nonverbal
communication in brackets, such as laughter or gestures. To ensure accuracy, the
interview was played again to review the final transcript. Finally, the transcript was
uploaded to the qualitative data analysis software program Atlas.ti to prepare for the
coding process. Field notes were written after each interview to capture the overall tone
and nonverbal expressions and capture the researcher’s observations (Merriam & Tisdell,
2016). A reflection journal was maintained for the lead researcher to engage in self-
reflection and to examine her positionality and any biases related to the research process
(Corbin & Strauss, 2015).
Data analysis

The interviews were coded according to the procedures of interpretive grounded
theory as outlined by Corbin and Strauss (2015). First, open coding consisted of breaking
the data into discreet codes to identify initial concepts and use the participant’s words as
possible for in-vivo coding (Corbin & Strauss, 2015). These open codes were compared
with other codes through memo writing and constant comparative analysis. Next, in axial

coding, the conceptual codes were grouped into categories as connections were made into
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higher-level, abstract concepts. Axial coding involved coding for context and examining
the action and interaction within and between the categories (Corbin & Strauss, 2015).
Over 150 memos were written over the course of the study, as connections were made
between codes and concepts. With each memo, the lead researcher also included notable
quotations from the transcripts to illustrate the content and context of that memo.
Additionally, over 40 draft diagrams were made at frequent intervals to establish visual
relationships and connections in relation to the emerging substantive theory. Finally,
selective coding involved the development of a core category, which integrated and
provided explanatory power for all the categories (Corbin & Strauss, 2015).

From open coding through the generation of the core category, a constant
comparative analysis was utilized to examine data for similarities and differences (Corbin
& Strauss, 2015; Merriam & Tisdell, 2016). These comparisons were made between and
within the data, as the various levels of conceptualization led to categories and theory
development (Merriam & Tisdell, 2016). Theoretical sampling was used to sample
concepts as they emerged in analysis, such as asking participants further questions related
to the caring nature of their children’s behaviors to fully explore dimensions of emerging
categories. Data collection ended when theoretical saturation was obtained, no new
concepts developed, and repetition in the findings emerged (Corbin & Strauss, 2015).
Though the parents’ and children’s data were coded together, the lead researcher later re-
reviewed the six children’s transcripts and associated codes and memos to see if and how
they corroborated the parents’ perspectives. Both the parents’ and children’s perspectives
are included in the results to strengthen the findings and include the voices of those being

studied in the research (Diaz et al., 2024).
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Rigor and Trustworthiness

In addition to field notes, consistent memo writing, diagramming, and reflective
journaling, multiple strategies were in place to ensure rigor and trustworthiness in the
results. Triangulation was attained by bringing the coding results, memos, and evolving
diagrams at regular intervals to a subset of the dissertation committee to ensure multiple
perspectives in the coding process. Regular peer debriefing occurred with the Principal
Investigator (J.G.C.) to confirm the emerging findings and increase the credibility of the
research. Finally, member checking (Appendix H) was optionally offered to participants,
and all adults (n=19) agreed to receive the preliminary results for review by email
(Appendix ). Forty-two percent of the participants responded during the member
checking process, validating the preliminary results and sharing aspects that resonated.
Several participants underscored the importance of conveying the diverse, complex
emotions of grieving children with ID in the final results, and one participant emphasized
that readers should not view children with ID hugging others in their grief as a simplified
expression of emotion.

Results

Model Overview: Caring Connections

The analysis resulted in the Caring Connections theory of the grief and
bereavement experiences of children with intellectual disabilities (Figure 1). The core
category of the model is depicted as a central circle that ties together all the categories
and subcategories within the theory, as they all relate to aspects of caring and/or

connection. The six categories in the Caring Connections model incorporate processes
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Figure 1

Model of the Caring Connections Theory of the Grief and Bereavement Experiences of

Children with Intellectual Disabilities
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with the deceased, intuit the feelings of others while caring for others in their grief, and
cope through the familiarity of the known support system and routine. Each category has
several subcategories representing the properties and dimensions that provide context to
the theory. Refer to Table 9 for the taxonomy of categories and subcategories and

Appendix J, which illustrates the construction of the categories.
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Table 9

Taxonomy of the Caring Connections Model

Core Category: Caring Connections

Category Subcategory

Understanding the death with support Absorbing the concept of death
Concrete processing
Beliefs about the loss
Experiencing the loss Neutral expressions
Affective expressions
Missing and yearning

Maintaining connections with the Remembering deeply
deceased Means of connection
Ongoing bonds

Intuiting feelings of others Feeling on a deep level
Being attuned to emotions of others

Caring for others Nurturing
Having a role
Coping through familiarity Family bringing comfort

Continuity and support from community
Routine and repetition

The Caring Connections model is non-linear and represents processes that can be
revisited at different times or concurrently. For instance, children could be concurrently
experiencing the loss while demonstrating caring behaviors with others and coping
through the familiar support system and routine. Within the fluid nature of the model, two
subprocesses (a caring and a connection subprocess) represent the action and interaction
between internal thoughts and feelings (“experiencing the loss” and/or “intuiting feelings
of others”) and external consequences (“maintaining a connection with the deceased”
and/or “caring for others”). These subprocesses are described in detail in the forthcoming

results.
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Parents addressed the central aspect of language and communication in their
children's lives and how that may impact understanding and expression. This important
element is depicted as an outer circle through which the various processes funnel (see
Figure 1). For instance, children may have difficulty articulating their experience of the
loss but could express it in their own way, such as how this mother describes her child
with ID with limited verbal communication: “I would say, [CHILD'S NAME], do you
miss Daddy? And he would just say ‘yes.” And then I said, well, where is Daddy? And
then he would say ‘heart.””” As another parent shared, “I think there's still so much more
going on on the inside that she's not able to express either appropriately or
inappropriately.”

Category: Understanding of the Death with Support

This category captures the process of children with 1D developing their
understanding of death with the support of others. Parents reflected both on how their
children understand more than we think they do (e.g., they are absorbing more than they
can express), yet how they often may not fully understand. This understanding happens in
the context of concrete processing with the support of others and in alignment with the
family belief system.

Subcategory: Absorbing the concept of death

Parents shared many dimensions of how their children absorbed an understanding
of what death means, from feeling children know the person is not here now to being
unsure of what they understand. Language and communication greatly impacted this
category, as across chronological ages, parents often had trouble knowing what their

children understood since they could not fully verbalize it. As one parent shared, “I think
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understanding she’s cognitively really soaking it in and paying attention and attuned to so
much, even though verbally there’s not a mirroring of that.” Especially since some
children communicate nonverbally or with less verbal expression, parents described there
is “so much more than is able to come out.”

Children with ID seemed to have absorbed wide-ranging aspects of the concept of
death that were not necessarily connected with their chronological age. For instance,
parents of children between 9 and 12 years described examples of their children thinking
the person would come back again or knowing a person’s body goes in the casket. Being
present and included during the person's dying process, death, and after-death rituals
seemed to help children with understanding. Other factors, such as not being oriented to a
sense of time and developmental delays, made understanding death more difficult. One
parent described these developmental impacts when sharing how her pre-teen daughter
understood death more like a four or five-year-old:

Honestly, it's about a four to five-year-old range of death, where it means the

person is out of sight. But with that hope that they'll constantly come back...And

so lots of questions about when Mommy would wake up. When will Mommy
come back?
Subcategory: Processing the Loss Concretely

Children often processed the loss concretely with the support of their family, such
as thinking the person could be fixed or by looking for the deceased. As they processed
the loss, some children did not ask questions, and other children asked many questions,
often direct in nature. For instance, one child would visit the cemetery with her family

and ask, “Is he cold down there?”” Another parent described:
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He doesn't really have a filter sometimes, so sometimes he can bring it up in

awkward situations or sounds kind of morbid when he talks about things that are a

little bit taboo or whatever because he'll ask blunt questions about bodies and

bones and things like that.
Parents emphasized the underlying challenge for their children in understanding the
abstract nature of death. As one parent shared, “I think that it’s abstract for anyone, but I
think in particular for individuals who have an intellectual disability, it's even harder.”
Subcategory: Beliefs about the Loss

Aligned with their family belief system, children also often had a spiritual
dimension to their processing, and parents described that their children felt the person
was “just around us,” their “body is healed,” or they were “in heaven.” Often, the
spiritual belief system about the loss was interspersed with their concrete processing, as
evidenced by a mother talking with her teenage son with ID in the interview:

Parent: What are some things that might happen to somebody when they die?

Child: They're in the casket

Parent: Yeah, sometimes after people die, they're in a casket. How else can you

tell if somebody is alive or dead? (Pauses)

Parent: If you're dead, can you still breathe or do you not breathe anymore?

Child: Not breathe anymore

Parent: Yeah. Do you still eat your lunch when you're dead?

Child: Not anymore

Parent: No, not anymore

Child: But in heaven | do
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Parent: But in heaven you might (smiles). Yeah, but your body on Earth doesn't

do it anymore.
Children’s perspective

The children who participated in the interviews seemed to have difficulty
articulating what death means, supporting the parents’ perspective that it can be hard to
know how much they understand. Children shared responses such as, “I don’t know,” “It
meant to be sad,” and “Death is die.” Some children shared their beliefs about the loss,
such as, “It means they are in a better place,” and “Daddy is going to best place ever.”
Category: Experiencing the Loss

Even if children did not fully understand or articulate what death means, they
were still impacted by the loss in myriad ways as they moved through this emotional and
behavioral process. Experiencing the loss represents the internal thoughts and feelings
that comprise the start of the “connection subprocess” (Figure 1), as the action and
interaction from experiencing the loss later impact how connections to the deceased are
maintained.
Subcategory: Neutral Expressions

About half of the parents shared how their children seemed very “nonchalant”
after the loss and did not appear to have outward expressions of grief. They described
their children as “pretty even-keeled” and that it “didn’t seem to faze” them. This
included many of the children who communicated nonverbally or less verbally, but not
all. One parent shared, “She was not super emotional about anything, more matter-of-

fact.”
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Subcategory: Affective Expressions

The other half of the participants expressed their children had a range of affective
expressions, such as crying, being subdued, or seeming more “clingy.” Parents stressed
that their children are “full, complete humans with a range of emotions.” One parent
shared how her child would say he had a “hole in his heart.” Another shared, “They have
that range of emotions. They're not always happy kids by any means...They feel that
grief. They feel that hurt and anger.”

Some children experienced behavioral changes, like “lashing out” or sustained
sleep disturbances, particularly when the loss was unexpected or traumatic. Some
children reverted to the loss to avoid stressful tasks, which one parent humorously coined
the "dead dad card.”

Subcategory: Missing and Yearning

All the children seemed to yearn for the person who died in their own way. This
included asking to call or see them. Children who communicate nonverbally were
observed to be looking for the person, and others would verbalize how they missed them.
As one parent described, “I definitely think he did grieve. I think that his crying and the
asking on a regular basis to talk to her and us reminding him that that he couldn't. I think
that was his grief process.”
Children’s Perspective

Children interviewed for this reflected the parent’s perspective. One child
described that after the death, she had "over 10,000 feelings,” and another, who seemed
outwardly matter-of-fact, shared she felt “kind of sad, overwhelmed, and stressed.”

Another child shared that she felt “‘sad and broke.” Children expressed how much they
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missed the person, such as one child who shared, “She’s my favorite grandma ever. And |
miss her,” and another who said, “I wish Daddy be here with me in all years. I hope
Daddy has not died.”
Category: Maintaining Connections with the Deceased
Maintaining connections is a social, interpersonal, and outward-connecting
process related to how children remember and maintain ongoing bonds with the
deceased. As children experience the loss in wide-ranging ways, they move into this
external process of attempting to connect with the person who died. This “connection
subprocess” is depicted in Figure 1.
Subcategory: Remembering Deeply
Parents talked about the “incredible memory” their children have that enables
them to remember so deeply. They described how their children come up with "fresh new
memories” on their own, often in a more heightened way than their neurotypically
developing siblings. As one parent shared, “He never sat and recalled memories the way
he does now.” Both loving and difficult memories emerged, such as when parents shared
that their children would remember circumstances related to the decedent’s substance use
or mental health issues. One parent shared:
He has a really good memory, and he can just talk about details out of nowhere of
a certain time when this or that happened. And you're like, how do you remember
all this?... But he'll be like, yeah, remember that one time | was at [DECEASED]'s
house, and we ate this for lunch. And | mean, it'll just be really simple day-to-day

things.
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Subcategory: Means of Connection

Children had many means of connection to help them think of the person who
died, such as photos, videos, clothing, or other comfort items. Photos and stories were
particularly prevalent, and children often turned to the support of their parents to hear
stories about the person, look at photos together, or just talk about them. One parent
described, “The stories, she loves to hear the stories. We look at pictures on my
phone...and now she goes and does it herself...And I'll go in there and she'll be looking at
pictures. And just like, ohh I miss him.” One child who communicates nonverbally would
pull out a puzzle that had a picture of the deceased. Another parent shared:

So she'll bring out a coloring book every once in a while--ohh, look at

[DECEASED] colored this one and I colored this one and he told me to stay in the

line. So yeah, so she has still has a lot of ties to him that keep, | think, keep him in

her mind a lot.
Subcategory: Ongoing Bonds

Whereas the means of connection helped children think of the person they lost,
ongoing bonds were also present as a way for the children to feel like the person who
died was connected with them. Children often attempted to connect with the deceased
through the sky or nature, such as one child who “waved out the window” to her father
when on a plane and another who found beautiful outdoor places to spread her father’s
ashes. A child who communicates less verbally seemed to seek an ongoing bond by
sitting in the person’s chair. Some children also maintained a spiritual bond with the
deceased. For instance, parents described how their child would talk about how the

person who died is “with Jesus” or would feel comforted knowing “they’re just waiting
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for us to join them one day.” A parent described the ongoing bond her son feels through
nature:

He is in the habit if he is up early that he goes out and says that he hugs the sky.

And he sees Daddy in the moon and in the sky...And he just walks out there with

his arms out, hugging the sky, and then he comes in and tells me | hug Daddy this

morning. | saw daddy. So that's a very sweet thing that | love that he does.
Children’s Perspective

The children’s interviews aligned with the parent’s perspective. Children shared
many examples of how they remembered little moments with the person who died, such
as going to the barbershop, how “he used to take a bite of popsicle and gave it to me,”
and making mac and cheese [See Figure 2 for drawing from child illustrating this
memory]. Spiritual bonds also emerged in the children’s interviews, such as one child
who talked about a stuffed animal that has a recording of the person’s voice and shared,
“When | think about [DECEASED], I like to press my bear. And it’s hand. And it makes
me think I’m in heaven with her.” Another parent and child reminisced in their interview:

Parent: What are some things you remember doing with her?

Child: I remember reading with her. | remembered some sign language.

Parent: Yeah, she learned sign language for you.

Child: I remember she hold me like a baby.

Parent: That's right. [DECEASED]'s snuggles were the best, right?

Child: Yeah ...

Child: She lullaby music
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Figure 2

Drawing by a Child with ID Sharing a Memory: “It’s me and my dad cooking mac and
cheese.”

Parent: Yeah, she liked to sing you lullabies.

Child: Including you are my sunshine

Parent: She did like to sing that. You are my sunshine.
Category: Intuiting Feelings of Others

This category, titled after an in-vivo open code from a participant, reflects the
internal, emotional process of being attuned to the feelings of others. This category and
the following, Caring for Others, comprise the “caring subprocess” in the model (Figure
1), as the action/interaction of intuiting feelings of others leads to caring for others.
Subcategory: Feeling on a Deep Level

Parents shared how their children have a “gentler soul” and a “compassionate,
intuitive, calm sense.” They described how their children would “feel on a deeper level,”
even if they seemed outwardly matter-of-fact. This quality was apparent for children with

a range of communication modes. One parent described:
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I would just say this is a very spiritual viewpoint that I've always had about her

and that is that she has an extra chromosome. And | often wonder if there's

something about that extra chromosome that has a different way of relating to the

world.
Subcategory: Being Attuned to Emotions of Others

As a result of “feeling on a deeper level,” parents described how their children are
“empathetic” and “sensitive to other people’s emotions.” For instance, they talked about
how children would feel sad for others and concerned if they saw others crying in their
grief. One parent described, “ He is very attuned to feelings and things like that. So I
think during that time he was more aware that something was going on.” Another parent
shared, “She was more worried about me during that time.” Another explained:

I do believe that he understood the grief and how just sometimes I’d be sad and

sometimes OK. And I’d seem OK then I’d be sad again. He could intuit a lot of

that, even better, I think, than my other son. He [other son] would come up and be

like, hey, mom, what’s for dinner? (Laughs)
Children’s Perspective

Though not asked specifically about how they experience the feelings of others,
these qualities did come through in some interviews. One child shared with his mom how
he remembered “your voice was like really crappy” after she had been crying after the
death, demonstrating how he was attuned to her emotions. When sharing certain
memories, another child shared how he noticed his father’s happiness or sadness. As the

child shared, “And one time Daddy is so happy...Daddy likes singing songs.”
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Category: Caring for Others

As a social, interpersonal, outward connecting process, this category results from
the internal process of Intuiting the Feelings of Others and is depicted in the model as the
“caring subprocess” (Figure 1). Caring for Others stems from an in-vivo code related to
how children with 1D care for others in their grief.
Subcategory: Nurturing

Since children were attuned to the feelings of others, their nurturing qualities
came through in their grief and bereavement experiences. They demonstrated caring
behaviors, such as giving hugs “to make them feel better,” offering a tissue, or sitting
close to someone sad to comfort them. Even though they may have appeared outwardly
matter-of-fact, parents described how their children would tell others, “Don’t be sad,” or
would ask, “Are you ok?” Some children who communicate nonverbally or with less
verbal expression brought others into a group hug. One parent underscored that hugging
others and having deep empathy is one of many diverse ways people with ID express
themselves, as to not interpret hugging as a simplistic, outward expression for persons
with ID. Another parent described the nature of her child’s caring behavior:

So she understood that other people were experiencing sadness and her response

to that was she would cry and then she would go hug them. She wanted to

actually get out of her seat in the service and go up to them and hug them. She felt

like the hug--if she was getting hugged when she was sad, she felt like extending

that to another person was going to make them feel better. And so she did. She

would hug. She went around. She was hugging people and she seemed to feel

better.
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Subcategory: Having a Role
Children also demonstrated caring for others by having a role, such as helping
with the person’s care before they died, talking to someone when they were dying, or
wanting to have a role at the service. Many parents reflected on their children’s natural
caretaking abilities and comfort in being a helper or present with people who were sick or
dying:
And so [CHILD'S NAME] was such a good caretaker. She wanted to be there
with her dad and she was unafraid. And so they give those little popsicle stick
things with sponges on the end, she would dip those and give him water, and she
would wipe his forehead with a cloth and just hold his hands and say nice things
to him.
Children’s Perspective
Though children were not specifically asked about how they cared for others,
their words and nonverbal behavior were consistent with the parent’s perspective. One
child described her helping role in the care of the person who died. She said she would
help the person take his walks for exercise, saying, “I tell him, Get up. You have to walk
in the rain,” and another child shared, “I spoke at service at [CHURCH NAME]. Because
I felt like it.” Most children in the interviews hugged their parents, kissed them, or
snuggled close, demonstrating their caring nature.
Category: Coping through Familiarity
This social, interpersonal process supports coping through the familiarity of the

people and routine in the children’s lives. As one of the categories most quickly reaching
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theoretical saturation, being with family was particularly comforting for grieving children
with ID.
Subcategory: Family Bringing Comfort

Parents shared that their children found great comfort in being with family,
hugging and snuggling, having FaceTime calls, and “just spending time together.” Time
with cousins, grandparents, and other close family was also reported to support coping.
One parent shared, “I think spending time with her family that's around is really
comforting...And so | think that kind of helps. | think that's probably the biggest thing.”
Subcategory: Continuity and Support from Community

Children also found much support from teachers, paraeducators, and therapists,
who sometimes have known them for many years. Beyond the support, parents spoke of
teachers providing “a little bit of grace” and being open to the changes they might
observe in the children. As one parent described, “Yeah | think that especially at that time
he was very close with his main teacher and so I think that was comforting for him.”

Continuity and support extended from other aspects of the community. For
instance, some children liked being with close family friends, and one child looked
forward to attending church. Varied support seemed to come from peers. Though many
children were described by their parents as “social,” and some had some friends at school
or through community activities, they often did not experience a depth of peer support. A
parent shared, “...everybody knows him, but not that many people are super close with

2

him.
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Subcategory: Routine and Repetition

The daily routine and favorite activities were also helpful, and repetition, such as
“hearing the story again,” brought much comfort. Many of the children had
extracurricular activities, such as cheerleading, music, or sports, through adaptive
organizations or school that contributed to routine and structure. One parent described:

I think as much as we could do the things that she was familiar with. Eating the

same foods and watching the same shows and family around and people to play

with. But not too unusual, like not strangers to play with. Basically, | think that

might have been a little hard.
Children’s Perspective

It was clear from the interviews that the children found much comfort from their
parents. The children often hugged or snuggled close to the parent during the interview,
had moments of shared humor, and their loving, supportive relationships were evident.
Some children talked about teachers and therapists in the interview in ways that
illustrated warm connections. One child conveyed his strong sense of the daily routine.
When his mother shared that the person they were remembering died on a Thursday, he
responded, “Yeah. That was swim practices day.”

Discussion

The aim of this study was to examine the grief and bereavement experiences of
children with 1D following the death of a significant person in their lives and to develop a
substantive theory on how children with ID grieve in order to inform developmentally
appropriate interventions. The Caring Connections model points to the centrality of care

and connection for children with ID, as they understand and experience the loss in the
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context of the support from others, maintain connections with the deceased as they
remember them, care for others in their grief, and feel comforted by their familiar support
system. Like contemporary grief models that have moved away from sequential stage
theory to more dynamic processes (Kustanti et al., 2024; Stroebe et al., 2017), the Caring
Connections theory is non-linear, with the different processes happening concurrently or
revisited at different times. Taking into account the impact of language and
communication on expression and understanding, these findings contribute to an
understanding of the process of the grief and bereavement experiences for children with
ID.

The Caring Connection Model captures elements not supported by other theories
and exemplifies how existing grief theory does not fit neatly with the grief and
bereavement experiences of children with ID. This model adds new dimensions by
encompassing elements such as self-processes through experiencing and remembering,
external processes through caring for others, and the important impact of language and
communication on understanding and expression.

The cognitive developmental elements that typically underpin grief models in the
general population of children do not fully support the findings in this model. Research
has indicated that children must understand the main subcomponents of the concept of
death, including irreversibility, non-functionality, and universality, to fully conceptualize
their understanding of death (Oltjenbruns, 2001; Speece & Brent, 1984). This
understanding usually coincides with the concrete operational stage of Piaget’s (1954)
cognitive developmental framework, seen typically in ages 7-11. In addition, grief

scholars have pointed to the importance of children understanding the concept of death
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“before they can deal with the emotional impact of a loss” (Worden, 2002, p. 13).
However, children with ID in this study experienced the emotional impact of the loss in
widely varying ways, even if they had trouble articulating or fully understanding what
death means, pointing to the limitations of the cognitive-developmental frameworks.

The limited extant literature on grieving children with ID also points to the
limitations of a cognitive developmental framework in relation to grieving children with
ID (Gaines, 2022), which this study reinforced. Markell and Hoover (2010) suggest
Piaget’s (1954) framework poses challenges in finding age-appropriate death education
for children with developmental disabilities who may have the life experiences of an
older child yet the developmental understanding of a younger one. The concerns shared
by Markell and Hoover (2010) are exemplified by one parent in this study who shared,
“...1 felt that there are elements of things she understands that she can't communicate to
us. Like there are some aspects of her as a nine-year-old that are maybe more of a three-
year-old...But there's certainly a lot of aspects that when you see her actual behavior, you
can tell that she's a mature child too.”

Despite the limitations of conventional grief theory in supporting the
developmental aspects of grieving children with ID, other aspects of the Caring
Connection model were consistent with established grief models. Predicated on research
on how parentally bereaved children adapt to loss and maintain connections with the
deceased (Silverman & Worden, 1992), Klass et al. (1996) developed the Continuing
Bonds model, and Worden (2018) introduced the Four Tasks of Mourning. Both theories
emphasize the ongoing, evolving connection that is constructed in relation to the

deceased, a departure from the Freudian (1957) notion of breaking bonds with the
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deceased after death. This study particularly extends the tenets of the Continuing Bonds
model to children with ID across various communication modes. Even though children
may not be able to fully verbalize these connections, they demonstrated behaviors that
supported their intuitive desire to maintain relationships with the deceased, often
independently, without adults delineating the connections for them. Children with ID in
this study not only remembered the deceased deeply but found means of ongoing
connection, consistent with the intended connections children in the general population
maintain through linking objects, like photos or personal belongings of the deceased
(Clabburn et al., 2021). Children with ID also experienced connections that were
unintended, such as feeling the presence of the deceased in the sky, which is consistent
with the extant literature on Continuing Bonds and grieving children in the general
population (Clabburn et al., 2021).

Though the Caring Connections model extends aspects of Continuing Bonds to
grieving children with 1D, contemporary grief theory does not include the novel
dimension of caring for others in their grief, a central element in the Caring Connections
model. The category of Caring for Others relates to the construct of empathy, which has
been minimally studied in children with ID and is a novel dimension in grief theory. The
helping and comforting behaviors seen in many children in this study relate to current
developmental neuroscience conceptualizations of empathy. Children who felt sad when
others were sad were experiencing emotional empathy (also known as emotional
contagion), a key component of empathy (Decety & Holvoet, 2021). A second
component of empathy, empathic concern, refers to the motivation to care for the well-

being of others (Decety & Holvoet, 2021), also seen in the findings. As they intuited the
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grief responses of others around them, children with 1D engaged in prosocial behaviors
(e.g., hugging others), which is an outcome of empathetic responses (Decety & Holvoet,
2021).

The limited extant literature related to children with 1D and empathetic responses
points to an inconclusive picture, with one study showing children with Down syndrome
demonstrate delays in empathy development yet have more attentiveness to the feelings
of others than children in the general population (Simon & Nader-Grosbois, 2024).
Another study of children with Williams syndrome and Down syndrome highlights
higher empathetic ratings than helpfulness in relation to the balanced ratings of children
in the general population (Plesa Skwerer & Tager-Flusberg, 2016). A secondary finding
of this research involves contributions to the scarce literature related to empathy and
children with 1D, another area for further development.

Though the construct of empathy and grief is not present in the empirical studies
on grieving persons with 1D, a dissertation study on 14 grieving adults with ID in Ontario
found that individuals did not always want to be the recipients of bereavement support
but wanted to use their grief experiences to help others (Grosset, 2023). The present
research, in conjunction with Grosset’s (2023) work, points to an important emerging
dimension of empathy in the grief and bereavement experiences of persons with ID.

Additionally, the empathetic qualities of grieving children with ID, reflected in
the Caring Connections model, demonstrate how both internal self-processes and external
social processes are woven throughout the experience. Unlike the Continuing Bonds
Model or the Tasks of Mourning, which address one’s self-process and adaption to loss,

this study underscores how children work through internal self-processes as they
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experience the loss and remember and maintain connections with the deceased, as well as
external social processes, such as intuiting the feelings of others and caring for others in
their grief. Other aspects of the model span processes related to both self and others, such
as the understanding the death with support that happens in relation to external exposure
and explanations of the death from family, in conjunction with internal self-reconciliation
as children make sense of the loss. Additionally, coping through familiarity reflects the
internal self-process of coping along with the external social component of support from
family, community, and through routine. These results underscore the importance of how
grieving children with ID may have an interplay between their internal self-processes and
outward social processes that impact their coping and their desire to support others in
their grief.

Finally, differing from the extant literature, children in this study did not appear to
be disenfranchised in their grief. Disenfranchised grief refers to grief that is “not openly
acknowledged, socially validated, or publicly observed” (Doka, 2002, p. 5) and is a
consistent theme in the extant literature on grieving children with developmental
disabilities (Gaines, 2022). This concept is attributed to the experience of grieving
individuals with 1D, as they are often overlooked and unrecognized in their grief
experiences (Mair et al., 2024). Children in this study presently seemed to be in loving,
supportive families and were generally supported in their grief by family, teachers,
paraeducators, and through their extracurricular interests. This supportive nature of
special education teachers with children with ID after a loss is consistent with the
findings by Ducy and Stough (2018) and is an example of a caring connection. The

findings from this sample of participants suggest that when children with ID are in a
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loving, supportive family with opportunities for care and connection, disenfranchised
grief may be mitigated. However, since the sample who volunteered for this study may
represent a group of participants inclined to discuss grief and loss more openly than non-
participating families, future research is needed to explore the potential sidestepping of
disenfranchised grief. The possible mitigation of disenfranchised grief in this study is a
key finding and a hopeful development in the research that warrants further exploration.
Implications

The substantive theory of Caring Connections has readily available clinical and
practical implications for children, parents, hospice and palliative care professionals,
educators, and other stakeholders. By incorporating the experiences of children with ID
with a wide range of communication modes and adaptive abilities, this novel theory
contributes to the limited evidence base and provides helpful guidance on
developmentally inclusive grief support for children with ID. Many of the forthcoming
implications stemmed from the parents, who shared guidance for healthcare
professionals, educators, and families during their interviews.
SupportingUnderstanding throughConcrete and-aith Perspectives

As seen in the Caring Connections model, children with ID developed a range of
understanding about death with the support of others. Parents stressed the helpful nature
of honest, simple explanations and how repeatedly sharing the story helped with
understanding. In addition to using concrete language about death and dying with
children with ID, this study pointed to the importance of honoring the spiritual dimension
of understanding. As families support their children, they could choose to weave in both

concrete and spiritual language that aligns with the family belief system.
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Recognizing andAccepting theCh i | Griévimg Process

This study pointed to the wide-ranging ways children express their grief,
including being seemingly unaffected to displaying a range of emotions and behaviors.
The findings reinforced that a child with ID is a “whole, complete person” and not happy
all the time. Parents emphasized the importance of adults modeling emotions with
children yet not imposing a specific grieving process on their children. Instead, involved
adults can support their unique ways of grieving and acknowledge the potential range of
emotions involved. For instance, children who appear outwardly “matter-of-fact” may be
feeling more on the inside than they can express, such as the child who shared she felt
“kind of sad, overwhelmed, and stressed.”
Creating Opportunities forCaring and Connecting

As this study demonstrated, fostering opportunities for caring and connection
enhances coping and may mitigate disenfranchised grief. Adults can offer, yet not force,
opportunities to be included in the process, from visiting someone who is dying or
participating in their care to being a helper or having a role in the memorial service.
Though parents and healthcare professionals might be inclined to focus solely on the care
and support of children with ID, data from the present study point to the importance of
also recognizing the care children may want to give others. Allowing for opportunities for
having a role and attending to the feelings of others may bring comfort to children with
ID. In addition, supporting ways children with 1D can remember and maintain
connections with the deceased, such as having memory objects or access to photos, may

also enhance coping.
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SupportingCoping throughFamiliarity
The study also demonstrates the importance of utilizing the children’s familiar
support system, from spending extra time with parents, caregivers, and other family to
partnering with teachers and therapists. Providing reinforcement and reminders, along
with as much continuity in routine as possible such as familiar activities and
extracurricular programs, may also enhance coping.
FosteringlInclusion
Finally, the concept of inclusion supports the processes in the theory of Caring
Connections. Parents stressed the importance of including their child in the experience,
even if they are unsure how much is absorbed. Exposure to the loss and the after-death
rituals may enhance coping and prepare children for future loss. As one parent
summarized:
The main thing that I've taken away from all of this is that [CHILD'S NAME]
wants to be a part of the things that are going on in the family, in the community,
in life and also in death. For him, and it may not be true for every person, but for
him being included in those spaces, being included in the conversations, being
included in the rituals has been really powerful and important for him and for
everybody else.
Limitations and Future Research
Limitations in this study include the use of proxy reporting from parents, which
may not fully represent the experiences of those being studied, particularly when related
to someone else’s feelings or thoughts (Scott & Havercamp, 2018). However, the family

perspective has been a notable gap in the literature and represents a crucial voice, given
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the intrinsic role in the care and support of children with ID (Machalicek et al., 2015). In
addition, the optional inclusion of children in this research strengthened the findings of
this study and supported contemporary models of inclusive research practices that
emphasize the active participation of individuals with ID (McFarland et al., 2024).

Another limitation is the minimal representation of diverse groups across race and
gender, as 89.5% of the participants were White, and all the adult caregivers were female.
However, a wide range of orientations and perspectives were captured through diversity
in self-reported faith backgrounds and geographic regions of the US, along with variation
in types of loss, ages of the deceased, and ages of the children. Future studies can aim to
include further diverse representation across race and gender to amplify the voices of
underrepresented groups in research (Erves et al., 2017).

Finally, parents who self-selected for this study were likely to feel comfortable
talking about the subject of death, perhaps representing a subset of parents who have
modeled an open, inclusive approach. However, the sampling encompassed theoretical
sampling, not participant sampling, and the themes of connection and caring continually
emerged across ages, varied conditions, communication modes, diverse faith
backgrounds, and a range of loss circumstances. Future research can continue to explore
wide-ranging parental groups to add to the limited evidence base.

Conclusion

Given the limited extant literature along with a lack of a guiding theoretical
framework, the present study contributes a first iteration of a substantive theory on the
grief and bereavement experiences of children with ID. Including both proxy reporting

from caregiver participants along with self-reporting from children with 1D, the data
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represent children with variation in ages, conditions, and types of losses, and incorporates
the important elements of language and communication.

Using interpretive grounded theory methodology to guide the approach and
analysis, the Caring Connections theory of the grief and bereavement experiences of
children with ID points to the centrality of care and connection through a series of six
categories. As a non-linear process, the model includes how children with 1D understand
and experience loss, maintain connections with the deceased, care for others in their grief,
and cope through the familiarity of the known support system. The results suggest
children with ID have both internal and outward-facing processes in their grief and
bereavement experiences, including wide-ranging expressions of grief and ways of
remembering and connecting, along with caring and empathetic responses toward others.

The Caring Connections model demonstrates that existing grief paradigms do not
neatly fit all aspects of the grief and bereavement experiences of children with ID.
Certain aspects of this substantive theory align with established grief theories, such as the
Continuing Bonds model. Parents and children shared how they remember the little
things and find ways to continue to connect with the deceased. However, other aspects,
such as the empathetic nature of grieving children with 1D, are novel dimensions not
supported in contemporary grief theories.

Examining the grief and bereavement experiences of children with ID aligns with
efforts to strengthen models of care for children with 1D and develop competencies for
disability inclusion, as outlined by the World Health Organization (2022). Understanding
the grief and bereavement experiences of children with ID informs how caregivers,

healthcare professionals, educators, and other stakeholders can provide developmentally
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informed grief support. Data from the present study suggest supporting children with 1D
in their grief includes facilitating caring connections, such as supporting ways to
remember the deceased, and offering opportunities to have a role or care for others.
Additionally, fostering inclusion in the loss experience and providing opportunities for
care and connection may mitigate disenfranchised grief. Future research is needed to
build on this substantive theory and to continue to develop the evidence base to inform

developmentally inclusive grief support for children with ID.
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Chapter Five: Conclusion
Introduction

This thesis provides an in-depth exploration of the grief and bereavement
experiences of children with intellectual disabilities (ID). As a cohesive body of work, it
contributes to the limited extant literature and helps build the groundwork for future
research. Guided by a substantive theory with readily available clinical and practical
implications, the thesis helps build the evidence base to guide developmentally informed
grief interventions for bereaved children with ID.

Synthesizing the major findings of this thesis, this chapter examines the linkages
between the manuscripts and the extant literature, reviews the major strengths and
limitations of the research, and summarizes its implications. Finally, it presents
recommendations for future research in the field of palliative care.

Synthesis of Research Presented in Three Manuscripts
Review of Major Findings

Over three manuscripts, this thesis delved into an exploration of the grief and
bereavement experiences of children with ID. As a population overlooked in research,
children with ID have cognitive and developmental differences that have scarcely been
examined in relation to significant loss. From a narrative review focused on the landscape
of the extant literature to an examination of measurement tools related to understanding
the concept of death, the thesis culminated in original research to elucidate the grief and
bereavement experiences of children with ID.

Given the lack of attention in the scholarly and academic literature on this

phenomenon, it was unknown whether current theoretical grief models reflect and
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support the experiences of children with ID. The development of a substantive theory, the
crux of this research, begins to address this gap and provides guidance for
developmentally informed interventions. The overall findings provide a relevant
contribution to the field, especially as families, hospice and palliative care clinicians,
educators, and others work toward inclusive support for bereaved children with ID. A
brief summary of the major findings of this thesis will be reviewed, along with gaps
identified and addressed throughout the in-depth body of work.

Literature ReviewFindings (Chapter Two)

This thesis began with a narrative review of the literature related to the grief
experiences of children with developmental disabilities (DD) (Gaines, 2022). As an
umbrella term, DD includes a range of disabilities, including intellectual disabilities.
With limited empirical studies, the narrative review extended to scholarly discussion
papers, several dissertations, and one book chapter that fit the inclusion criteria to
uncover any related works. After an iterative process in which connections were
repeatedly examined, the findings were organized into three overarching themes: (1)
understanding of death concepts, (2) social-emotional responses to loss, and (3)
disenfranchised grief. Overall, these findings demonstrated that children with ID are
impacted by loss, even if their understanding of the concept of death is impacted by their
level of disability, have wide-ranging expressions of grief, and are likely to experience
disenfranchised grief due to exclusion from loss experiences. These findings are
examined in relation to the results of the overall thesis in the forthcoming linkages

section.
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Gaps ldentified in Chapter Two. Though the literature on grieving adults with
ID has slowly emerged over the past three decades, empirical studies on grieving children
with DD, which includes children with 1D, proved to be almost non-existent. The review
synthesized the helpful yet limited extant literature, and revealed most data were from the
proxy professional perspective (Ducy & Stough, 2018; McClean & Guerin, 2019) and did
not yet represent the family perspective in the published studies. In addition, except for a
small study of seven adolescents in Pakistan (Haider & Zaman, 2022), the voices of
children with ID were absent from the literature. Finally, the lack of a clear guiding
theoretical framework was identified as a notable gap, given the importance of grief
theory in guiding research and practice (Supiano, 2019).

Examination of MeasuremeniToolsFindings (Chapter Three)

Building on the findings of the narrative review, Chapter Three examined
measurement tools related to understanding the concept of death (COD) in bereaved teens
with ID (Gaines, 2023). With the narrative review pointing to children with DD as
impacted by loss, even if they do not understand the COD (Gaines, 2022), this paper
followed that thread by examining how such understanding could be measured. This
chapter explored the psychometric properties of several existing measurement tools to
determine which would best address COD understanding in bereaved teens with ID who
are included or not included in after-death rituals, such as funerals or memorial services.
Knowing children who are not included in after-death rituals may have less opportunity
to process the death of someone in their lives (McClean & Guerin, 2019), this paper built
upon the theme of disenfranchised grief as identified in the narrative review. Though no

tools were identified to examine COD in this population, four related tools were
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examined due to their potential proximal applicability. After an analysis of the reliability,
validity, and development of the tools, two were chosen for their potential use with
bereaved teens with I1D: the EsSCoMu Scale (Ferndndez-Alcéantara et al., 2021) and the
Concept of Death Questionnaire (McEvoy et al., 2012).

This paper illuminated an important ethical consideration in research with
individuals with 1D related to proxy versus self-reporting. Proxy reporting for individuals
with ID ensures that all voices are included, including individuals who may not
communicate verbally. However, it may not fully represent the experiences of those
being studied, particularly when related to someone else’s feelings or thoughts (Scott &
Havercamp, 2018). Self-reporting supports participatory research practices by including
the voices of those with ID in research (Diaz et al., 2024). However, self-reporting may
preclude the inclusion of all individuals with ID, particularly those who communicate
nonverbally or with limited verbal communication.

These ethical considerations related to proxy versus self-reporting that were
identified in Chapter Three highly impacted the design of the original research (Chapter
Four), as the inclusion of the perspectives of children with ID across communication
modes and adaptive abilities was paramount. The design included the perspectives of
parents, who were proxy reporters, and the voices of children, who were self-reporters.
Though accommaodations were made to include self-reporting of children across
communication modes, the children who did participate could all communicate verbally.
However, by including the proxy perspectives of parents, they could speak to the
experiences of their children, some of whom communicated nonverbally or with limited

verbal communication.
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Gaps Identified in Chapter Three. Chapter Three demonstrated the need for a
reliable and validated measurement tool that measures how grieving teens with 1D
understand the COD. This type of tool could inform how much children understand the
concept of death, which could shape supportive interventions related to enhancing
understanding and mitigating complicated or prolonged grief (Fernandez-Avalos et al.,
2023). Such a tool could only be developed in the context of understanding the grief and
bereavement experiences of children with ID. The original research in Chapter Four
afforded novel insights and provided context that could support the development of such
a tool in a way that includes the developmental, cognitive, and social aspects of the grief
and bereavement experiences of children with ID.

GroundedTheoryOriginal ResearchFindings (Chapter Four)

The findings of Chapter Two (narrative review) and Chapter Three (examination
of measurement tools) of this thesis revealed gaps in the literature that impacted the
research questions and methodological design described in Chapter Four. No peer-
reviewed published studies were uncovered that examined the grief and bereavement
experiences of children with ID from the family perspective, a startling gap given the
intrinsic involvement of families in the care of their children (Machalicek et al., 2015).
Additionally, the limited studies were mostly from the proxy professional perspective,
leaving family voices and children's perspectives largely uncovered.

To address this gap in the extant literature and the lack of a guiding theoretical
framework to inform bereavement support for children with ID, a grounded theory study
was designed to explore the grief and bereavement experiences of children with ID from

the perspective of their caregiver (e.g., parent/guardian) and optionally from their
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children. Interpretive grounded theory, as developed by Corbin and Strauss (2015), was
used in this qualitative study. As described in detail in Chapter Four, the philosophical
underpinning of interpretivism and symbolic interactionism aligns with the focus on how
participants construct meaning out of their experiences (Corbin & Strauss, 2015).
Methodological congruence was maintained throughout the process, as the research
questions informed the design of the study. For instance, Chapters Two and Three both
examined aspects of COD understanding, which guided several of the semi-structured
interview questions related to the children’s conceptual understanding of death
(Appendix F). Research question two related to learning how children express their grief,
which linked back to the social-emotional responses to loss identified in the narrative
review and the importance of understanding this more broadly. The third guiding
research question about how children with ID cope with the loss had the potential to
uncover aspects of disenfranchised grief, as discussed in Chapters Two and Three. All the
research questions related to elucidating the process of grief and bereavement for children
with ID, which pointed to the choice of grounded theory methodology.

After purposive sampling primarily through disability organizations across the
US, the eligible participants were caregivers of a child with ID who was 5-17 years old
when they experienced the death of someone in their life within the past six months to
three years. Caregiver participants could optionally include their child if they felt it was
in their best interest and the child assented to participate. Detailed demographic
information about the caregiver participants, children represented through their
caregivers, child participants, and the decedent and nature of the losses is described in

Chapter Four.
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When describing the characteristics and personality of their children with ID,
parents in the study generally shared positive descriptors related to the strengths of their
children, such as they are “athletic,” “loves music,” and “social.” They spoke of the
children’s sense of humor, stubbornness, caring nature, lack of inhibition, and smiled
often when describing their personalities. They also shared many ways their children
engaged in favorite activities, such as cheerleading, watching movies, and playing
basketball. In addition, they described aspects of many of the children’s lives that had
brought challenges, such as complex medical and often cardiac-related histories,
compound losses, social and peer communication differences, exposure to substance
abuse and/or mental health concerns in the family, and experiences of parental
divorce/separation. Despite these challenges, the children presently seemed to be in
loving and supportive environments in which open communication, family
connectedness, and inclusion in the loss experience were valued.

These participants engaged in semi-structured interviews, which were then
transcribed, de-identified, and cleaned by the lead researcher (A.G.G.) Grounded theory
analysis then proceeded through open, axial, and selective coding, along with memo
writing, field notes, and constant comparative analysis. Rigor and trustworthiness were
maintained through myriad methods, including peer debriefing, triangulation, iterative
diagrams, member checking, and maintaining a reflective journal, as described in detail
in Chapter Four.

The analysis resulted in the Caring Connections theory of the grief and
bereavement experiences of children with ID, a non-linear process that can be revisited in

different orders at different times or simultaneously (refer to Figure 1 in Chapter Four).
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The central circle denotes the core category of Caring Connections, which ties together
the various processes in the substantive theory. Surrounding the core category are the
categories and subcategories within the theory, as they all relate to aspects of caring and
connection. As described in Chapter Four, the six categories in the model incorporate
how children with 1D understand and experience loss, maintain connections with the
deceased, care for others in their grief, and cope through the familiarity of the known
support system and routine.

To expand upon the findings in Chapter Four, this section delves deeply into the
impact of language and communication. Parents consistently spoke of the centrality of
language and communication in their children’s lives and the varied impacts on
understanding and expression. Children represented in this study had a range of
communication modes as described by their parents, such as “very verbal,” having a

99 ¢¢

“significant speech delay,” “communicates in short sentences,” and “nonverbal.” Three
children communicated with an Augmentative and Alternative Communication (AAC)
device or with signs or gestures.

Language development for children with ID greatly varies and can include delays
in acquiring vocabulary, language comprehension, issues with fluency, articulation, and
expression (American Speech-Language-Hearing Association, 2025; Marrus & Hall,
2017). These delays can impact receptive communication (language comprehension),
expressive speech (language expression), and social pragmatic communication (Marrus &
Hall, 2017). Aspects of these domains permeated the interviews, with parents describing

the ranges of children’s understanding and expression within the wide-ranging

manifestation of their children’s grief reactions. To visually depict the dimension of
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language and communication, an outer circle in the center of the model represents the
funnel through which the various processes flow.

Throughout the model, these language considerations seemed to infuse the
various processes in wide-ranging ways. For instance, in the category of understanding
the death with support, parents often described how hard it was to know how much their
children understand about what death means. As one parent shared, “I think that they
understand a lot more than sometimes we give them credit for,” pointing to the possibility
of stronger receptive comprehension but delays in expressive language. However, for
children who communicate nonverbally or with less verbal expression, parents found it
particularly hard to know how much their children understand about the death. For
instance, another parent noted, “I really don’t know if he even understands now.”
Children who were interviewed generally seemed to have difficulty describing what
death means, which aligned with the parent’s unclear perception of how much is
understood.

The next category, experiencing the loss, includes subcategories relating to a
range of grief reactions. Parents described the impact of language in this process, such as
how children did not necessarily have the language to articulate their yearning but
showed it through their behaviors or short phrases. For instance, one child would say, “I
miss my dad,” but had trouble articulating beyond that. Other children had a range of
affective expressions, even if they could not fully articulate their understanding of what
death means. One parent conversely shared that her child’s language delays and many
years of speech therapy helped in having tools to use when naming emotions. As she

described:
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| think the biggest benefit to [CHILD] having Down syndrome and having this

experience is that she had ...years of therapy and speech therapy and learning

about happy, sad, embarrassed, angry, frustrated. All those things that they don’t

typically teach to a child that young. And so she had all these things in her

toolbox to access. Like I’'m mad. I’m happy.”
Several parents pointed to aspects of social pragmatics and how their children would
share about the loss in an unfiltered way with peers. As one parent shared, “...she’s so
blunt and someone will ask...where’s your dad? She’s like, he died...But that’s shocking
for another child to hear.” Another child would email her friends in a matter-of-fact way
about the death. As that child’s parent shared, “And so then we had to kind of have
discussions about, you know, you can tell them, tell people, tell your friends, but maybe
you don’t email them. Maybe talk about it.”

The category of maintaining a connection with the deceased relates to how
children remember and attempt to stay connected with the decedent. Across
communication modes, children with ID engaged in this process. For instance, some
parents described how their children’s strong memories resulted in expressive
communication in ways they would not have imagined, as children recounted minute
details and day-to-day moments in greater depth than their neurotypically developing
siblings. One parent described, “He never sat and recalled memories the way he does
now.” Another parent shared how her child who communicates nonverbally would pull
out a puzzle that has a picture of the deceased as a means of maintaining the connection.

Children across communication modes were described as intuiting the feelings of

others and caring for others. Inclusive of children who communicate less verbally or
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nonverbally, children with ID seemed concerned when other people were sad and
engaged in prosocial behaviors to comfort them. For instance, one parent of a child who
communicates nonverbally shared, “...he just gets very upset if his sisters are upset...He
will go up to them, though, and make sure they look at him, and they usually will say,
‘[CHILD’S NAME], I’'m ok.”” Another parent of a child who communicates in short
sentences shared how her child would offer her a tissue if she was sad. These examples
demonstrate how children with ID found ways to express their care for others, even if
they did not have the verbal expression to articulate their concerns.

Finally, the category of coping through familiarity incorporates the support
children derive from family, the familiar support system, and routine. These familiar
environments included support related to how the children express themselves. For
instance, one mother described how her child likes to call his grandfather, “And he's very
close with my parents...he calls my dad at least twice a day. Every morning as we're
getting ready for school, he talks to him. And then, typically after school in the evening,
he'll call again and FaceTime. They're very close.” Another parent touched on the support
that has developed over the years with her daughter related to language and
communication, “It's not easy to communicate. We have an understanding because she's
been here for 12 years and we have a way of communicating...l know there's so much
more than what is able to come out.” This parental support related to language and
communication was evident in the interviews. As children with ID shared memories of
the deceased, their parents often gently repeated their words to ensure the interviewer

could understand. One parent would provide long, silent pauses so her son had time to
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formulate his responses. Another parent summarized the supportive nature of family in
relation to communication:

Most of his communication is verbal communication. | think he can get frustrated
because sometimes he doesn’t know how to express what he wants or how he is
feeling. But I think we’ve gotten fairly good at helping him be able to
communicate verbally through what he wants and needs.

Gaps Addressed in Chapté&our

As described throughout this thesis, the literature review identified several
overarching gaps in the extant literature. These included gaps in knowledge about
grieving children with 1D, gaps in research from the family perspective, and gaps in grief
theory supporting this population. This study addressed all three of these gaps.

Study Population Gap. With only several small peer-reviewed studies noted in
the existing literature, the gap in knowledge about the population of bereaved children
with ID was notable. The original research addressed this gap by seeking to learn about
the grief and bereavement experiences of children with ID from the perspective of their
caregivers, and optionally from their children. The sample represented the perspectives of
19 children with 1D, six of whom optionally participated in the study. Importantly, the
sample of children represented by their adult caregivers offered variation not seen in the
existing studies. Children had four different conditions, a wide range of communication
modes, ages, types of losses, and circumstances of the deaths experienced. The variation
across many aspects of the demographics of the sample, including geographic dispersion,
strengthened the study and contributed to the density of the theory (Corbin & Strauss,

2015).
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Family Perspective Gap. As noted in this thesis, this study begins to address the
family perspective of the grief and bereavement experiences of children with ID.
Families are important stakeholders in the lives of children with ID, given often complex
medical and developmental paths and the intrinsic involvement of caregivers with their
children (Machalicek et al., 2015). Additionally, research from within the family system
aligns with person-centered outcomes research, given the central role of the family in the
lives of persons with ID (Walling et al., 2024). Stemming from diverse geographic areas
of the US and wide-ranging self-described faith orientations, the adult participants in this
study added an important perspective to the understanding of grief and bereavement
reactions for children with ID.

Theoretical Framework Gap. The narrative review revealed the lack of a
guiding theoretical framework for grieving children with ID, which has direct
implications for practice. To address this gap, the original research resulted in the Caring
Connections theory of the grief and bereavement experiences of children with ID. As a
substantive theory, it helps address questions about the grief and bereavement process
and has specificity for practitioners (Merriam & Tisdell, 2016). Unlike formal or grand
theory, it lays the groundwork for future research to conceptually build upon under
different conditions and with different groups (Corbin & Strauss, 2015; Merriam &
Tisdell, 2016). This theory reveals the centrality of care and connection for grieving
children with ID throughout the process. As children understand and experience the loss,
they appear to maintain connections with the deceased, intuit feelings and care for others
in their grief, and cope through the support of those in their familiar support system. The

data suggest that grieving children with ID have an interplay between internal self-
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processes and social, outward-facing processes that impact their coping and desire to
support others in their grief. The results additionally suggest that disenfranchised grief
may be mitigated when children with ID are in supportive, loving families and with
opportunities for care and connection. However, since the sample who self-selected may
have been inclined to discuss grief and loss more openly than non-participating families,
future research is needed to explore the presence of disenfranchised grief in other familial
groups. With readily accessible implications, this theory supports how parents, healthcare
workers, educators, and other stakeholders can facilitate opportunities for caring
connections to enhance coping.
Linkages in the Findings

As a cohesive thesis, the three manuscripts reveal notable similarities and
differences throughout the exploration of the grief and bereavement experiences of
children with ID. From a narrative review and an examination of measurement tools to
original grounded theory research, the manuscripts provide a cohesive body of work that
addresses gaps in the literature related to dimensions of the grief and bereavement
experiences of children with ID. Throughout this thesis, several themes emerged in
similar and differing ways. These linkages are explored both between manuscripts and in
connection with the extant literature.
Concept of Death Understanding
Linkages between Manuscripts

This thesis weaves aspects related to how children with ID understand the concept
of death throughout the manuscripts. As noted in prior chapters, children typically need

to understand three main components of the concept of death, including irreversibility,
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non-functionality, and universality, to have a mature conceptualization of death (Speece
& Brent, 1984). These components solidify in relation to the development of concrete-
operational thinking, typically when children are approximately 7-11 years old (Piaget,
1954; Speece & Brent, 1992). Children in this stage of cognitive development typically
engage in logical thinking and concrete reasoning, which relate to the understanding of
these subcomponents of the COD (Piaget, 1954). However, the narrative review
illustrated the challenges of this typical stage of cognitive development in relation to
children with DD and their understanding of death, particularly if children were
chronologically older but understood death akin to an earlier developmental stage
(Gaines, 2022; Markell & Hoover, 2010). The narrative review demonstrated that
concrete explanations supported children with DD in their understanding of death (Ducy
& Stough, 2018), and children were confused by metaphorical descriptions (McClean &
Guerin, 2019).

The second manuscript examined measurement tools related to understanding the
concept of death (COD) in bereaved teens with ID (Gaines, 2023), following this
conceptual thread from the narrative review. Exploring the understanding of the COD
helps provide developmentally informed grief support and has been the focus of
emerging research on interventions with adults with ID (Fernandez-Avalos et al., 2023).
Since measurement tools developed for the general population may use many words or
abstract language that may not be appropriate for children with ID, having a
developmentally informed measurement tool lends to inclusive care (Gaines, 2023).

The original research related to aspects of the first two manuscripts and similarly

revealed how children with ID had an inconsistent understanding of what death means,
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yet it did not preclude them from experiencing the loss. When asked what death means,
one child in the study shared, “It meant to be sad.” Parents talked about how some
children understand “he’s gone and not coming back,” which equates to understanding
irreversibility, yet others shared how their child thought the person “could be fixed,”
which shows that non-functionality is not understood. Parents emphasized how children
with ID may understand death akin to an earlier developmental stage, yet shared the
importance of including them in all aspects of the experience, even if they did not fully
understand. The children’s words aligned with the parents’ perspective and reinforced
what is seen in the limited extant literature about children with ID not necessarily fully
understanding death yet being impacted by the loss (McClean & Guerin, 2019).

Except for the small study of seven adolescents with ID in Pakistan, in which
religious themes were highly present due to the culturally embedded religious teachings
(Haider & Zaman, 2022), spiritual and religious themes were not predominant themes in
the narrative review. However, the integration of the children’s beliefs about the loss as
impacting their understanding of death emerged as an important subtheme within the
grounded theory research, which is a difference between the first and third manuscripts.
Children often had a spiritual dimension to their processing of what death means that was
aligned with their family belief system. For instance, parents described their children as

99 C6s

sharing the person is “in heaven,” “just around us,” or “in a good place.” This study
demonstrated that understanding the concept of death for children with 1D went beyond
concrete biological concepts to include the spiritual domain as a means of processing and

understanding. Therefore, this thesis points to the importance of supporting children with
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ID in their understanding, both with concrete explanations as well as through the spiritual
and religious belief systems of the family, as children make sense of the loss.
Linkages to Extant Literature

Beyond the literature review and examination of measurement tools manuscripts,
the findings in the original research align with aspects of the broader extant literature.
McEvoy et al. (2012) interviewed 34 adults with ID in Ireland using the Concept of
Death Questionnaire, discussed in detail in the second manuscript (Chapter Three). They
found that only a quarter of adults with ID had a full understanding of the COD, and two-
thirds had a partial understanding. Chow et al. (2017) replicated the work of McEvoy et
al. (2012) with 110 Chinese adults with ID and found most understood irreversibility and
non-functionality but did not understand universality (Chow et al., 2017), pointing to
adults with 1D having an incomplete understanding of the COD. Stancliffe et al. (2016)
also used the Concept of Death Questionnaire, which they had validated (Stancliffe et al.,
2017), to explore if there are differences in understanding the COD in adults with ID and
disability staff. The data pointed to adults with ID having significantly less understanding
of the COD than the disability staff (F(5,71)=2.49, p=.039). These studies described the
inclusion of adults with “mild or moderate ID” and who could self-report their answers,
so the results were not inclusive of the range of adults with ID across communication
modes and adaptive abilities. However, even with this limitation, the extant literature
supports the range of understanding of individuals with ID related to COD, which was a
consistent finding in the present study. Of note, McEvoy et al. (2012) found that
understanding death had a positive correlation with adaptive ability and cognitive

functioning for adults with ID. The current qualitative research did not utilize a
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measurement tool to explore potential correlations, but it appeared that children across
communication modes and developmental stages generally had incomplete
conceptualizations of death. Continued nuanced examinations of concept of death
understanding would be an area for further research.

Social-Emotional Responses to Loss

Linkages between Manuscripts

The literature review on children with DD, which includes children with ID,
pointed to wide-ranging expressions of grief, including the emergence of new behaviors
(Gaines, 2022). Proxy professionals, including five teachers and 12 psychologists, found
children were crying, had mood changes, and changes in behavior such as yelling, hitting,
or losing interest in familiar activities (Ducy & Stough, 2018; McClean & Guerin, 2019).
With one study written in the context of the significant loss of a parent (Ducy & Stough,
2018) and another study related to children who had been referred to psychologists
(McClean & Guerin, 2019), the circumstantial impacts may have skewed towards
observed behaviorally-related responses.

The original research presented in this thesis afforded a deeper exploration into
the social-emotional responses to loss than what was uncovered in the narrative review.
The variation of the sample across conditions, ages, faith perspectives, circumstances of
the loss, and inclusive of both parent and children’s perspectives, lent weight to the
density of the substantive theory that was constructed. Like the representation in the
limited literature as described in the narrative review, children with 1D did have wide-
ranging responses to the loss, but behavioral changes appeared to occur more often when

the loss was that of a parent or of an unexpected death. Many of the children in the study
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seemed “matter of fact” and had neutral expressions of grief, and others had ranges of
expressions, such as crying, or seeming more “clingy” or subdued. As one child with ID
described, after the death of a close grandparent, she had “10,000 feelings.” Of note, most
of the children who communicated nonverbally or with limited verbal expression had
seemingly neutral expressions, but not all. For instance, one child who communicated
verbally and participated in the interview had a “matter of fact” expression of her grief,
according to her mother, yet when asked about her feelings, the child shared she felt
“kind of sad, overwhelmed, and stressed.” This finding demonstrates that a child’s
internal feelings and experiences may not be congruent with their outward affect. In other
words, just because a child with ID appears unaffected or “matter of fact,” that does not
suggest their internal experience is the same.
Linkages to Extant Literature

In addition to the linkages between the manuscripts, the findings in this thesis
related to the social-emotional aspects of loss align with the literature on grieving
children in some ways but differ in others. Children in the general population,
represented more broadly in research, have a range of social-emotional responses to loss,
predicated on factors such as the circumstances of the death, the role of the deceased in
the child’s life, and the developmental age and stage of the child (Alvis et al., 2022;
Worden, 2002). Like the findings in the present study, children in the general population
may experience a range of emotional and behavioral responses after a significant loss,
including somatic symptoms, sadness, acting out, anxiety, school problems, and
expressions of grief in spurts (Worden, 2002). Over time, children may re-experience the

grief, including experiencing unexpected reminders (Christ, 2010). Contemporary
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research has focused on the subset of children who have maladaptive grief, especially as
research on prolonged grief disorder and associated moderating factors has emerged
(Alvis et al., 2022; Melhem et al., 2011, 2013). This focus on maladaptive grief has been
similarly emerging in the literature on adults with ID, as some studies suggest individuals
with ID may be at greater risk for complicated grief than those in the general population
(Dodd et al., 2008, 2021; O’Riordan et al., 2022).

Children in the present study similarly seemed to have a range of emotional and
behavioral responses, as noted in the extant literature. As with children in the general
population, some children in this study did have behavioral changes and school problems,
particularly when the death was sudden or unexpected. However, about half of the
children in the present study generally seemed outwardly “matter-of-fact,” which parents
found to be a notable response, especially in relation to their other neurotypically
developing children. Three parents in the study had children with ID who had a
neurotypically developing twin, which unintentionally afforded a comparison of the ways
that children with ID and their neurotypically developing twin experience grief and
bereavement. Parents described their children with ID as being particularly attuned to
others in their grief, which is further described in the forthcoming “empathy and grief”
section, but also had a way of “doing better than the rest of us,” which referred to the
matter-of-fact nature seen in some children with ID.

Disenfranchised Grief
Linkages between Manuscripts
Key findings from this thesis center around the concept of disenfranchised grief in

similar and differing ways. After a review of the limited literature, disenfranchised grief
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emerged as a critical theme in the grief experiences of children with DD (Gaines, 2022).
Children with DD were often excluded from rituals like funerals or memorial services,
which resulted in less community support (Markell & Hoover, 2010). McLean and
Guerin (2019) shared an example of fabricated stories shared with children with 1D about
the deceased having been on a trip in order to protect them from the loss. The thematic
finding of disenfranchised grief from the narrative review (Chapter Two) informed the
research question in the second manuscript (Chapter Three) related to exploring
differences in COD understanding among bereaved teens who were included or not
included in after-death rituals.

The original research presented in the third manuscript (Chapter Four) illuminated
differing results related to disenfranchised grief than the first two manuscripts. The
children represented in this study by their parents did not appear to be disenfranchised in
their grief. Even with theoretical sampling and probing questions to further explore
whether their grief was acknowledged, repeatedly the parents spoke of the ways the
children were supported after the loss by family and those in their familiar support
system, such as teachers and paraeducators who may have known them for years. From
the strengths-based lens from which the parents described their children to the family
closeness shared throughout the interviews, the results suggest the children in the study
are presently in loving, supportive environments. These supportive environments seem to
entail open communication, family connectedness, and inclusion in the loss experience,
all of which may have contributed to the mitigation of disenfranchised grief. Inclusive of

children with wide-ranging grief reactions, cumulative loss, and some with seemingly

190



prolonged grief reactions, the children’s grief and bereavement experiences seemed to be
acknowledged and supported by these families.

These findings do not suggest, however, that disenfranchised grief does not exist;
rather, the results suggest that when children with ID are in loving, supportive
environments with opportunities for caring and connection, disenfranchised grief may be
mitigated. However, given the sample of participants who self-selected for this study may
be more inclined to discuss grief and loss more openly than non-participating families,
further research is needed to learn more about how and if disenfranchised grief may be
sidestepped. For instance, it is possible that disenfranchised grief may be further
mitigated through inclusion, which was discussed as an implication for families and
professionals in Chapter Four. Many children in this study were not present during the
decedent’s dying process for a number of reasons, including the death was sudden or
unexpected, or the person was dying in the hospital during the COVID pandemic when
visits were not allowed. However, the children were all told about the deaths, and most
participated in the funeral or were involved in some aspects of after-death rituals. When
asked what suggestions parents would give to healthcare workers, educators, and other
support professionals, they repeatedly turned to the importance of inclusion. As one
parent shared:

So for other healthcare providers or other support people, | would say don't

assume that [children with ID] don't understand... give them exposures so they

have more understanding...she's kind of like a sponge and she'll get what is

valuable for her.
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Including children with ID in the loss experience may contribute to the mitigation of
disenfranchised grief and prepare children for future losses. This is a hopeful finding and
another area for future research.
Linkages to Extant Literature

The emerging literature on grieving adults with ID, which is more fully developed
than that of children, highlights disenfranchised grief as a recurrent theme, similar to
findings in Chapter Two (narrative review). For instance, a small study from the proxy
perspective of grief counselors found disenfranchised grief as the predominant concern
related to grieving adults with ID (Clute, 2017), another study demonstrated adults with
ID were excluded from memorial events in an ultra-Orthodox Jewish community (Zamir
& Band-Winterstein, 2022), and focus groups with people with and without ID in the UK
found individuals with 1D were often excluded from funerals (Forrester-Jones, 2013).

Relatedly, an emerging trend in the literature on adults with ID revolves around
death communication, both for adults with 1D facing their own death or facing the loss of
someone else. This research points to how grieving adults with ID want to talk about
death and are not upset about the topic (Stancliffe et al., 2021; Willis et al., 2020),
furthering evidence that people with ID want to be included in all aspects of the
experience. The present study mirrors this trend, as parents shared their perception that
children with ID wish to be included. It is anticipated that as the literature on children
with ID expands, the topic of death communication will be an area for further research

and a potential additional contributor to the mitigation of disenfranchised grief.
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Empathy and Grief
Linkages between Manuscripts

The narrative review revealed themes related to the internal self-oriented
processes of children with DD, such as their understanding of death concepts and social-
emotional responses to loss. However, this review did not uncover any information
related to the caring, nurturing side of children with 1D and their desire to care for others
in their grief, as found in Chapter Four. Since the narrative review included the few
published studies on the topic, mostly from the proxy professional perspective, the lack
of the family voice may have contributed to this missing aspect of the grief and
bereavement experiences of children with ID. Similarly, the second manuscript on the
examination of measurement tools had no focus in this area, since it was predicated on
the narrative review, and the findings of caring for others and empathy in grief were not
yet uncovered.

However, the third manuscript, the original research on the grief and bereavement
experiences of children with 1D, uncovered a subprocess related to caring for others.
Parents remarked on the ways their children were attuned to the emotions of others,
which resulted in caring behaviors towards others in their grief. As one parent shared, he
was “definitely more concerned about how everyone else was feeling.” Caring for others
in their grief was a novel finding in the research and a notable addition to the literature,
especially as it was not found in the literature examined in the narrative review.
Linkages to Extant Literature

The novel process of caring for others in their grief is also absent in the published

studies on grieving adults with ID. One exception is a dissertation research study by
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Grosset (2023) on 14 grieving adults with ID in Ontario. The author found that
individuals did not always want to be the recipients of bereavement support but wanted to
use their grief experiences to help others (Grosset, 2023). The present research on
children with ID relates to this finding and points to an important area for future research.
As described in Chapter Four, the literature on empathy and children with ID is
underdeveloped, so this study secondarily contributes to that small body of work.
Knowing that individuals with ID may need support but may also want to help others is a
notable finding. Facilitating opportunities to care for others may enhance coping for
bereaved individuals with ID.
Grief Models
Linkages between Manuscripts

The narrative review revealed the current limitations in grief theory as applicable
to the population of children with ID. Conventional theory used to conceptualize grief for
adults and children in the general population had not been deeply explored in populations
of children with ID. As discussed in the literature review (Gaines, 2022), the cognitive
framework developed by Piaget (1954), which is commonly used to delineate how
children assimilate and accommodate knowledge and understand death, may pose
complications when applied to children with DD, including those with ID (Markell &
Hoover, 2010), whose chronological and developmental ages may be incongruent and
may impact an approach to death education. The examination of measurement tools
(Chapter Three) incorporated this concern and focused the research question on
measuring the concept of death understanding for bereaved teens with 1D, knowing

developmental delays may impact understanding. The limitations of the cognitive
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developmental frameworks were confirmed by the original research in Chapter Four.
Parents described their children’s developmental delays as impacting understanding.
Language and communication were revealed to highly dovetail with this process and
impacted both how children could articulate their understanding and/or how they
conceptualized the understanding of death. As one parent of a pre-teen child with ID
shared, “She really does not understand cremation, burial, or any of those things. It's
really that four-year-old out of sight, out of mind. If the casket’s closed, she doesn't
understand death.” Another parent of a teen with ID noted, “I think he kind of
understands it | would say on the level of maybe a Kindergarten or first grade age child
would.”
Linkages to Extant Literature

Researchers in the realm of intellectual disability have begun early efforts to
address the lack of a theoretical framework related to grieving individuals with ID. Ducy
and Stough (2018) began the work to conceptualize the grief and loss experiences of
children with ID through their grounded theory research study of five special education
teachers’ perspectives of their students with ID who experienced the death of a parent.
They integrated their categories into a storyline related to how children were observed
with a range of behaviors and secondary losses and the nature of support teachers
provided to students. The present research also confirmed a range of experiences and
behaviors, and secondary losses did occur for some children, such as a child who needed
to move after the death of her parent. Clute (2017) presented a grounded theory study of
grieving adults with ID through the proxy perspective of grief counselors. The author

focused on the theme of Living Disconnected, relating to individuals with 1D being
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overlooked in their grief. As previously discussed, disenfranchised grief has been a
consistent theme throughout the literature, which differed from the present research.

The historical evolution of grief models in the general population has moved from
a Freudian (1957) concept of breaking bonds with the deceased after death to established
models in which meaning-making and the evolving, ongoing nature of the relationship
with the deceased are emphasized (Klass & Steffen, 2018; Neimeyer, 2020). In their
seminal Harvard Child Bereavement Study with 125 parentally bereaved children,
Silverman and Worden (1992) found that children do want to maintain connections to the
parent who died, counter to the traditional Freudian model that saw bereavement as a
time of severing bonds (Freud, 1957). Silverman and Worden’s (1992) work informed the
Continuing Bonds model (Klass & Steffen, 2018) and Worden’s (2018) Four Tasks of
Morning, both of which emphasize those enduring bonds. For children with ID, for whom
making inferences and analogies may be challenging (Lifshitz et al., 2011), it was unclear
whether the abstract nature of maintaining such enduring connections was supported
through these models. The linkages between the Continuing Bonds model and the Four
Tasks of Mourning in relation to the present study are explored in further detail:

Continuing Bonds. The present research did confirm the applicability of the
Continuing Bonds model to grieving children with ID, as parents and children shared
myriad ways the children maintain a connection with the deceased. For instance, one
mother described how her child connected to his deceased father when playing baseball:
“And if he got one far in the outfield, he’d say, just for my Daddy!” This quotation
exemplifies the feelings of comfort derived from the sense the person is present, an

attribute of the Continuing Bonds model (Hewson et al., 2024). The literature on grieving
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adults with 1D has scarcely explored the continuing bonds model in relation to grief
experiences. Exceptions include a small phenomenological study of four adults with
learning disabilities (term for ID in the UK) in which the theme of “Love after death: A
continuing relationship” emerged to represent the continuing bonds participants felt with
the deceased (Thorp et al., 2018, p. 49). In addition, a qualitative study of 13 bereaved
adults with 1D in the UK pointed to disenfranchised grief as the main theme, but a small
portion of the results included how the individuals felt a continuing relationship with the
deceased (McRitchie et al., 2014). The connection with the Continuing Bonds model is
another contribution of the present study and a promising area for further research.

Worden Tasks of Mourning. As noted in Chapter One, following research on
parentally bereaved children (Silverman & Worden, 1992), Worden developed the Tasks
of Mourning, which he argues represents how children adapt to loss (Worden, 2002). He
suggests that four tasks, not necessarily in sequential order and that can be revisited,
contribute to the mourning process. These tasks entail accepting the reality of the loss,
processing the pain of grief, adjusting to a world without the deceased, and finding a way
to remember the deceased while embarking on the rest of one’s journey through life
(Worden, 2018). The Harvard Child Bereavement Study (Silverman & Worden, 1992),
which underpinned this model, was not developed with a cohort inclusive of children
with 1D, as noted in Chapter One of this thesis. Therefore, this research helped explore
whether the Tasks of Mourning extend to the population of children with ID.

The results illustrate that some findings are congruent with Worden’s model, and
some are not. For instance, in relation to Task One, children with ID in this study are

accepting the reality of the loss in ways that are congruent with their cognitive and

197



adaptive abilities. Worden suggests that repetitive questions and being told repeatedly
about the loss contribute to this task, both of which were present in the current study.
However, Worden shares that “children must believe that the deceased is indeed dead and
will not return to life before they can deal with the emotional impact of a loss” (Worden,
2002, p. 13). The present study is not aligned with Worden’s suggestion, as the data
suggest children with ID are experiencing the loss and caring for others in their grief,
even if they don’t have a fully conceptualized understanding of death.

Other aspects of the present study aligned with the Tasks of Mourning. For
instance, the fourth task of finding a way to remember the deceased while embarking on
the rest of one’s journey through life relates to the enduring bonds that exist after
someone dies. Children in this study demonstrated ways they remembered the deceased
while moving forward in their lives with the support of familiar adults and routine. The
category of “maintaining connections with the deceased” in the Caring Connections
model delineates how children with ID remember deeply, find means of connection, and
experience ongoing bonds with the deceased. However, the Worden model focuses on
self-processes and how one adjusts and adapts to loss through internal processes. The
Caring Connection model also revealed an external, social, outward-facing arm in which
children with ID intuit the feelings of others and care for others in their grief, not
captured in the Tasks of Mourning.

Strengths and Limitations of the Research

This thesis on the grief and bereavement experiences of children with ID includes

several strengths and limitations. Though deeply involved in their children’s care and

grief experiences, the proxy reporting from parents in the study may not have fully
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captured all the thoughts and feelings of their children with ID (Scott & Havercamp,
2018). However, as noted throughout the thesis, the use of proxy reporting by parents, a
population that was not yet captured in the published studies, helped ensure that the
perspectives of all children with ID across communication modes were represented.
Though proxy reporting has some limitations, it did facilitate the inclusion of the
perspectives of children’s experiences with limited or no verbal communication, which
helped to deepen the representation of children with ID in this study. Additionally, proxy
reporting provided protections related to the ethical inclusion of children in research if
parents did not feel it was in the best interest of their children to participate. However, the
optional inclusion of children in this study was a strength to ensure that those being
studied in research have an opportunity to include their voices, often lacking in
qualitative research on sensitive topics for persons with ID (Diaz et al., 2024). This study
maximized the inclusion of voices in the research and aligned with recommendations for
including both proxy and self-reports for enhanced accuracy (Kooijmans et al., 2024).
Next, a limitation of the thesis includes the minimal representation of groups
across race, ethnicity, and gender of adult caregiver participants. The sample included
participants who identified as 89.47% White and 94.74% non-Hispanic or Latino. All of
the adult caregiver participants identified as female. Including the voices of diverse
groups is important in health research (Erves et al., 2017) and can continue to be
addressed in future studies. However, a strength of the study centered on the wide-
ranging orientations of the children represented by the participants across geography,
self-described religious/faith backgrounds, gender, ages, types of losses, and

circumstances of the loss. In addition, this study includes parents of children with four
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conditions and a range of communication modes, from verbal to nonspeaking. The
inclusion of these diverse perspectives raises the density, abstraction, and applicability of
the model, an important attribute of solid grounded theory research (Corbin & Strauss,
2015).

Finally, participants who self-selected for this study on grief and loss may have
been a cohort of individuals who felt comfortable talking about the subject and may not
represent the perspectives of all caregivers. Their open, inclusive stance may have
impacted the development of the Caring Connections model, which centered on the
caring connections that were experienced among the children. However, grounded theory
methodology sampled across concepts and not participants. Theoretical saturation
emerged among the categories presented in the study across diverse communication
modes, circumstances of the loss, family networks, and self-described faith orientations.
Future research can continue to examine varying types of caregiving groups to test the
model in other circumstances.

Implications of the Research for Palliative Care

As outlined in the Clinical Practice Guidelines for Quality Palliative Care
(National Consensus Project for Quality Palliative Care, 2018), bereavement support is
an integral component of hospice and palliative care. Before and after a patient’s death,
clinicians across the interprofessional team provide anticipatory grief support to patients
and families, anticipate coping concerns, and provide grief counseling, education, and
resources to families after the death. These clinical practice guidelines include creating a
bereavement plan of care, which is informed by cultural, spiritual, and social assessment

and includes anticipatory grief needs. The guidelines further delineate that this
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bereavement plan of care is aligned with the cultural, spiritual, and developmental aspects
of the family system. Therefore, given the importance of having a developmentally
informed bereavement plan of care, palliative care clinicians can use the Caring
Connections model to inform developmentally inclusive grief support. The provision of
grief support can be delivered in varying ways depending on the context of care, such as
parents who turn to the palliative care team for guidance in supporting their grieving
children with ID, or in settings in which direct service is provided to children. Though
further detailed in Chapter Four, the following is a brief summary of examples of
implications of this research for palliative care practice:

First, children with ID have a range of understanding about death with the support
of others. As noted across the thesis, the concept of death understanding may vary, but
the loss is still experienced. Palliative care clinicians can guide families in supporting
children’s understanding through concrete, honest, straightforward explanations while
also choosing to incorporate concepts from their spiritual and cultural belief system.

Next, children with ID may express their grief in wide-ranging ways, from
appearing matter-of-fact to expressing a range of emotions. Anticipatory grief support
can encompass psychoeducation with families related to the social and emotional
responses to loss. For instance, parents can expect that children with ID may not be happy
all the time and can prepare for the possibility of a range of emotions and behaviors
following a loss, including the desire to care for others.

The grief and bereavement experiences of children with ID may include
remembering and attempting to maintain connections with the deceased.

Developmentally informed bereavement care includes finding ways adults can support

201



those connections and facilitate remembering the deceased with the children. Helping the
children access memory objects, share stories, and foster ways of connecting through
pictures on AAC devices or other creative means may enhance coping.

The study also highlighted the caring, empathetic qualities of children with ID.
They may be concerned with the feelings of others, which can lead to wanting to care for
others in their grief. This aspect of the findings reinforces the importance of honoring the
ways children may want to care for others. Palliative care clinicians can provide
psychoeducation about this aspect of the grief and bereavement experiences of children
with ID, and encourage providing opportunities for children if they want to have a role in
the patient’s care or want to care for others in their grief.

Children with 1D seem to find great comfort from family and those who are part
of their routine, such as teachers and paraeducators. Palliative care clinicians can
encourage leveraging support from the children’s familiar support system, as that may
enhance coping and foster a sense of continuity and normalcy during the bereavement
period.

Parents stressed the importance of including their children in the experience, even
if they are unsure how much is absorbed. Exposure to the loss and the after-death rituals
may enhance coping and mitigate disenfranchised grief. Clinicians can support open
communication and ways for children to be included in the experience that aligns with
the cultural and spiritual belief system of the family.

In summary, the Caring Connections theory informs clear steps for
developmentally supportive interventions with grieving children with ID. If families and

clinicians provide clear communication about the death, facilitate ways to remember and
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maintain connections with the deceased, create space for caring for others, leverage the
family/familiar support system, and maintain routine as possible, they may promote
positive bereavement outcomes for grieving children with ID.

Recommendations for Future Research

This project adds to the limited evidence base and lays the groundwork for future
research in palliative care. With the Clinical Practice Guidelines for Quality Palliative
Care (National Consensus Project for Quality Palliative Care, 2018) highlighting the
importance of using evidence-based practices in bereavement support, this research
supports these standards and lays the groundwork for continued research related to
grieving children with ID.

The burgeoning literature on adults with 1D, which has emerged over the past 30
years, shines a light on the trajectory that is possible and needed in palliative care
research related to children with ID. This trajectory began with a seminal study of people
with learning disabilities (another term for intellectual disabilities used in the UK)
demonstrating that adults with ID do grieve (Hollins & Esterhuyzen, 1997), and the
research progressed. Over time, researchers further examined adults with ID and their
understanding of the concept of death and how they experience grief (Chow et al., 2017;
McEvoy et al., 2012; McRitchie et al., 2014); developed early measurement tools related
to various aspects of attitudes and understanding of death (Blackman, 2008; Stancliffe et
al., 2017); examined complicated grief (Dodd et al., 2021; O’Riordan et al., 2022);
explored various grief interventions (Fernandez-Avalos et al., 2023; O’Riordan et al.,
2024); and examined the provision of hospice and palliative care for adults with ID (Diaz

etal., 2024; Kim & Gray, 2024; Moore et al., 2022; Tilley et al., 2024; Voss et al., 2023).
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These developments in research with grieving adults with ID can serve as a guidepost for
the emerging children’s literature.

In addition, curricula and training for palliative care clinicians and educators have
minimally captured the experiences of grieving children with ID. Early training modules
have been developed by an educator in the UK (Helton, 2024), but no other formal
curriculum was identified related to grieving children with ID. The increased focus on the
care of adults with ID in the literature has begun to permeate training courses, such as
training materials on inclusive clinical encounters (Center to Advance Palliative Care,
2022) and for staff caring for grieving adults with ID (Tuffrey-Wijne et al., 2017).
Therefore, a long-term objective of this thesis is to lay the groundwork for similar growth
in curriculum development as related to grieving children with ID.

In addition, future research needs are identified in several specific areas as related
to palliative care:

Disenfranchised grief

As explored in detail in the previous linkages section, a notable finding of this
research was the seeming absence of disenfranchised grief. Since the families self-
selected for this study in which they talked openly about their children’s experiences with
loss, it is possible that their children were less disenfranchised in their grief than children
from families who may not feel comfortable discussing this topic openly. Parents shared
ways their children were included in the death experience, had opportunities for caring
for others, and were supported in their remembering and maintaining a connection with
the deceased. These qualities, coupled with the strengths-based language the parents used

to describe their children, seemed to indicate the children in this study were in home
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environments that were largely loving and supportive. These loving, supportive home
environments seemed to be characterized by open communication, family connectedness,
and inclusion in the loss experience as being valued.

Clinicians may find it helpful to know how to promote loving, supportive home
environments that mitigate disenfranchised grief; therefore, future research is needed to
test and verify if the type of home environment noted in this study promotes these
conditions. Future research could test the Caring Connections model with different
groups and explore whether differing home environments are linked to
disenfranchisement. Understanding these experiences, especially in families and cultures
in which death and dying may not be expressed openly, would enhance understanding of
home environments in relation to the mitigation of disenfranchised grief. Of note,
families participating in grief studies may be more likely to feel comfortable discussing
death, dying, and grief openly, so recruiting families for whom this is not a comfortable
topic be challenging. Therefore, another option could be qualitative descriptive research
with adults with 1D to answer the following question: How do adults with 1D describe
their experiences of support related to childhood loss? It would be helpful to understand
what was helpful to them during this time, the ways they felt included or not included,
and how and if they felt supported in their grief and bereavement experiences. This
research would provide more information about their childhood home environments and
further understanding of factors related to experienced or mitigated disenfranchised grief.
Complicated grief

Contemporary grief research has increasingly focused on the phenomenon of

prolonged grief disorder, which is typically called complicated grief in the population of
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individuals with ID (Dodd et al., 2021). Approved by the American Psychiatric
Association Assembly in 2020 as an addition to the DSM-5-TR (American Psychiatric
Association, 2022), prolonged grief disorder is recognized as a distinct disorder related to
maladaptive grief (Prigerson et al., 2021). Often characterized as an attachment-related
disorder and a form of separation anxiety (Russ et al., 2024), prolonged grief disorder
occurs in children when intense yearning and distress lead to impacts on daily
functioning at least six months after the loss (Prigerson et al., 2021). Research in the
general population on this topic continues with considerable momentum, especially
related to the validation of the PG-13-Revised scale, which can be used to diagnose
prolonged grief disorder across cultures and populations (Isikli et al., 2022; Prigerson, et
al., 2021; Surkan et al., 2021).

Researchers argue that individuals with ID are at risk for complicated grief and
that it is more prevalent and underreported in this population and difficult to assess (Dodd
et al., 2008, 2021; O’Riordan et al., 2022). This has been a focal point of the emerging
literature on adults with 1D, with studies related to the development of proxy tools to
assess complicated grief (Dodd et al., 2008; Guerin et al., 2009), self-report tools for
adults with ID (Dodd et al., 2021; O’Keeffe et al., 2019), and an early exploration of the
adaption of complicated grief therapy for this population (O’Riordan et al., 2024). One
study has extended the research with the translation and validation of the PG-13 scale to
Urdu (language in Pakistan) for use with children with ID (Haider & Zaman, 2024).

In the present study, theoretical saturation did not occur related to complicated
grief, due to the wide-ranging expressions of grief, from neutral expressions to varying

affective grief reactions. Though this sample is not representative of all children with 1D,
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in the sample of 19 children represented by their parents, it did appear that at least four of
the children (20%) seemed to have experiences consistent with prolonged grief disorder.
For instance, these children continue to experience ongoing challenges, including
separation anxiety, “acting out,” sleep disturbances, and behavioral changes. Though
empirical testing was not completed to analyze the type of loss and/or circumstances of
the death and the association with grief reactions, it generally appeared that children who
were experiencing complicated grief had experienced the loss of a parent or the
circumstances of the loss were sudden, unexpected, or traumatic.

Given the importance of recognizing and treating complicated grief in bereaved
children with 1D, future research can explore the risk factors for and presence of
complicated grief in children with ID. This could be accomplished in several ways. First,
a qualitative phenomenological exploration could further elucidate the lived experiences
of children with ID experiencing complicated grief following the death of a significant
person in their lives. It would be helpful to learn more about the nature of the losses they
experienced, their home environment, and how they are coping. Alternatively, a
quantitative cross-sectional observational research study could be designed to answer the
following question: What is the effect of unexpected loss on complicated grief symptoms
compared with expected loss for bereaved children with ID? Prior to this study, the
Complicated Grief Questionnaire- Intellectual Disability Self-Report (CGQ-ID) (O’Keefe
et al., 2019) would need to be validated for children with ID. This is a 22-item scale
based on the Inventory of Complicated Grief (Prigerson, 1995) that includes pictorial aids
and has been validated with individuals with 1D with verbal comprehension. A study

could then be designed to administer the CGQ-ID scale with two groups of bereaved
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children with 1D: those who experienced an unexpected loss and those who experienced
an expected loss (independent variables). The CGQ-ID scores (dependent variable)
would be obtained, and group means could be compared through independent t-tests.
Finally, multiple regression analysis could see if the type of loss predicts higher levels of
complicated grief symptoms. These findings would help clinicians identify risk factors
and develop supportive interventions to mitigate complicated grief.

Delayed grief

Though the concept did not reach theoretical saturation in the present study,
several participants raised the potential for delayed grief for children with ID during the
interviews. They wondered if children with ID typically feel less intensity in their grief
over time or if there is a delayed response that is felt more strongly later. One participant
shared that their pediatrician anecdotally reported children with ID have delayed grief.
Especially for parents whose children seemed “matter-of-fact” after the loss, the question
of the grief experience over time was raised, but not to the point of theoretical saturation
as the Caring Connections model was developed.

A systematic review of bereaved adults with 1D pointed to grief being prolonged
and delayed, particularly with the loss of a parent (O’Riordan et al., 2022), with research
moving towards developing an understanding of the risk or protective factors related to
complicated grief over time. Since children with 1D typically have cognitive differences
that may impact the understanding of death, it would be helpful to have empirical
knowledge about whether the understanding of the death and the experience of the loss
change over time. With research trends highly focused on prolonged or complicated grief,

this is a relevant and important dimension of grief in this population to explore. Future
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qualitative research can repeat this study with an outward time limit of greater than three
years after the loss to see if there are changes in grieving patterns for children with ID
over time.
Validated tools

This thesis highlighted myriad areas of opportunity for advancing palliative care
research related to validated tools to assess and monitor outcomes for grieving children
with ID. Prior to this study, the literature has minimally reflected the understanding of the
grief and bereavement experiences of children with 1D, which is needed as an evidence
base when moving to assessment and intervention. As noted in Chapter Three, validated
tools to measure the concept of death understanding for bereaved children with ID are not
yet developed. A systematic review of instruments across various aspects of the grief
experience in children in the general population revealed an already scarce literature
base, with 24 tools available, though with limited validity testing (Zhang et al., 2023).
Most were adapted from adult scales, and none were developed with populations of
children with ID. As noted in the previous discussion on complicated grief, Haider and
Zaiman (2024) translated and validated the prolonged grief disorder (PG-13) scale in
Urdu with 140 bereaved teens with “mild to moderate” ID from 14 cities across Pakistan.
Complex terms were replaced with words eliciting greater understanding, and the scale
was found to be an adequate tool for self-reporting for teens with ID.

Given the importance of developing outcome measures for people with ID to
improve health outcomes (Kumar et al., 2024), the development of validated scales
related to various aspects of the grief and bereavement experiences of children with ID is

an important area for future research. Next steps in research could include the validation
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of the Complicated Grief Questionnaire- Intellectual Disability Self-Report (CGQ-ID)
(O’Keefe et al., 2019) and the Concept of Death Questionnaire (McClean & Guerin,
2019) for children with ID. Both tools have been validated for use with adults with ID.
An additional option would be the validation of the EsCoMu Scale (Fernandez-Alcantara
et al., 2021) in English and for children with ID. Currently developed for children in
Spanish-speaking countries, the authors argue that the simple, non-abstract questions
could make the scale applicable for children with neurodevelopmental disorders, which
includes children with ID. Validated tools developed specifically to identify complicated
grief in children with ID and measure an understanding of the concept of death will guide
clinicians in targeted interventions.
Interventions

The knowledge gained from elucidating the grief and bereavement experiences of
children with ID in this thesis can support the development of validated interventions.
The limited literature includes several frameworks that have been proposed to support
grieving persons with ID. Read and Elliott (2007) introduced an integrated bereavement
support framework for adults with ID in which education, participation, facilitation, and
intervention are provided at different levels. This framework was adapted by Bonin et al.
(2024) in a scoping review of provided grief support for children with ID or autism
spectrum disorder following parental loss. Though the authors found some studies
suggest the use of books or stories for death preparation or participation can be helpful,
the lack of empirical studies pointed to the importance of developing grief support

programs for these children. Additionally, a grief-focused mental health consultative
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framework has been proposed for bereaved students with ID (Snider et al., 2024), but has
not been tested empirically.

Since the scope of the present research did not extend to interventions, this broad
area remains a subject for future research as the grief and bereavement experiences of
children with ID are more understood. A next step quantitative research project could
explore the efficacy of an intervention, such as providing a social story about death, to
enhance the understanding of the concept of death. For instance, a research question
could address: What is the demonstrated understanding of the concept of death in
children with ID who are given a social story about death as compared to those not given
a social story? A randomized controlled trial could be designed with two groups of
children with ID (not necessarily bereaved). One group would receive a social story for
death education, and the other control arm would receive a usual book. Pre and post tests
could be completed with the EsCoMu Scale (Fernandez-Alcantara et al., 2021) after this
scale has been validated in English and for children with 1D. Group means could be
compared within each of the groups using paired t-tests, and between the groups before
and after the intervention using independent t-tests. Finally, multiple regression analysis
could be used to see if the social story intervention (independent variable) predicts higher
concept of death understanding (dependent variable) in children with ID.

Conclusion

This thesis explores the grief and bereavement experiences of children with ID
through a narrative review, an exploration of validated measurement tools, and original
grounded theory research. As an in-depth body of work, it contributes to the limited

literature by adding to the slowly emerging evidence base on grieving children with ID.
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Guided by a substantive theory with readily available clinical and practical implications,
the thesis supports ways that children with ID can receive developmentally informed
bereavement care.

After an introductory chapter, the second chapter introduced a narrative review of
the grief experiences of children with developmental disabilities, of which children with
ID are a subset (Gaines, 2022). Due to the limited empirical studies, the review included
several dissertations and scholarly articles. After an iterative process in which the works
were thematically synthesized, the overarching themes of understanding of death
concepts, the social-emotional responses to loss, and disenfranchised grief were explored.
Major gaps identified in this manuscript included the need for a guiding theoretical
framework and studies from the family perspective.

The third chapter of this thesis presented an examination of measurement tools
related to how bereaved teens with 1D understand the concept of death (Gaines, 2023).
Following the thread of disenfranchised grief as identified in Chapter Two, this
manuscript explored the psychometric properties of limited available tools to determine
the understanding of the COD in bereaved teens who are included or not included in
after-death rituals. Since exclusion from funerals or memorial services may impact
opportunities to process the loss, this research question addressed how that exclusion
might impact the understanding of death. Given no tools were designed to address this
question, several tools for adults with ID and another for children were examined due to
their proximal applicability. This paper demonstrated the importance of having an
understanding of the grief and bereavement experiences of this population so that

developmentally informed tools could be developed.
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Next, Chapter Four introduced original grounded theory research to address the
gaps identified in the preceding chapters. Designed to elucidate the grief and
bereavement experiences of children with ID and to develop a substantive theory to
inform developmentally appropriate grief support, this chapter represented the
perspective of primary caregivers and optionally their children. The Caring Connections
Theory of the grief and bereavement experiences of children with ID was introduced,
offering an explanatory model with six categories related to aspects of caring and/or
connection. Unlike the second and third chapters, which were situated in the presence of
disenfranchised grief, this study pointed to the possibility of disenfranchised grief being
mitigated when children with ID are in loving, supportive families with opportunities for
care and connection. With the sample who self-selected for the study likely representing a
group who feel comfortable openly discussing grief and loss, future research is needed to
explore the possible mitigation of disenfranchised grief in other groups under different
conditions.

This final chapter has examined the linkages between the various manuscripts and
the extant literature. Some themes, such as the understanding of the concept of death,
were woven throughout the thesis, while others, such as disenfranchised grief, differed in
certain ways. Opportunities for future research in palliative care were presented, such as
exploring complicated grief, delayed grief, and the development of validated
measurement tools for aspects of the grief and bereavement experiences of children with
ID.

This thesis contributes to the limited evidence base on grieving children with 1D

and helps focus attention on this under-researched population in relation to loss. The
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present research lays the groundwork for next-step projects, such as exploring the
presence of disenfranchised grief in children with ID in other home environments,
examining the presence of delayed grief in children with ID, or exploring the Caring
Connections model with other samples. Continued research in this domain aligns with
global imperatives for strengthening care models for children with disabilities (World
Health Organization, 2022) and with standards in the field of palliative care, which
include the care of individuals with disabilities (National Consensus Project for Quality
Palliative Care, 2018). This research on grieving children with ID fits squarely in these
priority areas and will inform developmentally appropriate interventions, the creation of
psychometric tools, and serve as the foundation for curriculum development for palliative

care clinicians and diverse stakeholders.
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Appendix A: Research Information Sheet Adults

=
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U} BALTIMORE

Research Information Sheet
Study Title:Grief and Bereavement Experiences of Children with Intellectual Disabilities
Study No.:HP-00108903

Principal Investigatoriohn Cagle, PhD, MSW, 410-706-6106;
jcagle@ssw.umaryland.edu

Lead ResearcheArlen Gaines, MSW, LCSW-C, APHSW-C, 240-242-7424;
arlengaines@umaryland.edu

Sponsoring organizationJniversity of Maryland, Baltimore

Thank you for your interest in this study. This information sheet will provide details
about the study, its risks, and possible benefits. Participation in this study is voluntary
and you can leave the study at any time. Please review the information below and
contact the researchers if you have any questions.

Summary of this study:

The purpose of this study is to understand what the experience is like for children with
intellectual disabilities when someone significant in their life has died. A significant
person means someone who has an important role in their life, like a parent, sibling,
grandparent, or friend. The information learned in this study may help parents,
caregivers, health care workers, and educators better support children with intellectual
disabilities after someone in their life has died.

You have been invited to participate in this study as you have self-identified as a primary
caregiver (e.g., parent or guardian) of a child with an intellectual disability who was
between 5-17 years old when someone significant in their life died; and the death was
at least six months ago, and less than three years ago. You are at least 18 years of age.

Participating in this study will involve an interview that will last up to about an hour. You

will be one of approximately 30 people who will be interviewed. You can choose to do
the interview by Zoom, with your camera on or off, or by phone. The interview will
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include questions about your child’s understanding of the death, how they seemed in
the time period after the death, and how they coped with the loss.

You will also have the option to include your child for a short part of the interview. If
you and your child decide to participate, you can ask several pre-set questions with the
interviewer present related to how your child felt in the time period after the death.
This is entirely optional. If you think your child might be interested and able to join this
part of the interview, please review the additional information page called, “Research
Information Sheet for Children” with your child prior to the interview.

After obtaining your permission, interviews will be recorded and transcribed. Any
information that is personally identifiable (such as your name, your child’s name, or
specific personal details) will be removed from the transcription. You will not be able to
participate in the study if you do not want to be recorded.

This study is for research, and participation is voluntary. You will receive a $25 electronic
gift card to thank you for your time.

There is a slight risk that talking about the subject of someone’s death can bring up
uncomfortable feelings, though some people may find it meaningful to share their
experiences. Though protocols will be in place to protect your privacy and the
confidentiality of your information, there is a slight risk of loss of confidentiality and loss
of privacy.

If you are interested in learning more about this study, please continue to read below.

What will my participation involve?

A If you participate in this study, you will have one interview by Zoom or by phone
with the lead researcher, Arlen Gaines. Ms. Gaines will be the researcher in
contact with you, and the person who will complete your interview, record it,
and manage the study. She will be in regular consultation with the principal
investigator, John Cagle, PhD, MSW, and with a dissertation committee. Ms.
Gaines will be your contact for this study, though you are also welcome to reach
out to Dr. Cagle at any time.

A The interview will last about an hour. You can take a break or stop the interview
at any time. If you decide to stop the interview, you can decide if you would like
to finish the interview another day.

A You can decide if your child is able and would want to join you for part of the
interview. If they do, the researcher will provide several brief questions to you
ahead of time that you can ask your child while the interviewer is present. If your
child communicates answers through alternative modes, such as through
drawings or other visual representations, you can provide consent to share those
with the interviewer. Please refer to the “Research Information Sheet for
Children” to preview the brief questions.
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A The interview will be recorded and transcribed. Transcribed means that the
researchers will listen to the interview and type out the words. The information
collected will remain confidential, and any personally identifiable information
will be removed from the transcripts.

A The researchers might use quotations from the interview in a publication, but

won’t use your name or any identifiable information.

A You will be asked if you could be contacted again by the researchers in case
there are any follow-up questions after your interview. Participating in follow-up
questions is an optional part of this study. Follow-up questions will be sent to
you by email, so you can provide an email response or set up a brief, unrecorded
phone call. It is anticipated that follow-up questions will not take more than 15
minutes of your time.

A You will be asked if you would like to see the preliminary results of the study, in
case you would like to provide feedback. Providing feedback on the draft results
is an optional part of this study. The draft results will be sent to you by email,
and you can provide your feedback by email. It is anticipated that providing
feedback will not take more than 30 minutes of your time.

A You will have the option to request updates as to when the research is
published.

A The information collected during this study will not be shared for any other
purpose or used for any other studies.

What are the risks to me?

There is a risk that talking about the subject of death and grief can bring up
uncomfortable feelings. You can skip any question, take a break, or end the interview if
needed. The researchers will share a resource sheet with grief-related resources after
the interview, in case you feel you need additional support.

If you decide to include your child in the interview, there is a risk that your child will feel
uncomfortable talking about the experience of someone in their life who has died. They
may also feel uncomfortable talking about this with you in front of a researcher they
have not met before. You will need to decide if your child’s participation in this research
study is in their best interest.

There may be potential for the loss of confidentiality due to a data security breach. Loss
of confidentiality will be minimized by storing all data in a secure location such as a
locked cabinet in a locked office, and all electronic data will be password-protected on a
secure platform.

There may be potential for the loss of privacy, since this research involves your

participation in an interview. You will be asked to find a private place for your interview,
so that other people can not hear you. The lead researcher will only contact you through
her University email account and through a phone number dedicated to this study. Your
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contact with the researchers will begin after you have reached out with interest about
the study; the researchers will not cold call you.

What arethe benefits to me?

Though you will not benefit directly from your participation in this study, you may find it
meaningful to talk about your child’s experiences. Participating in this study may
contribute to the understanding of how children with intellectual disabilities cope with
loss, so that we can learn how to support other families in similar situations.

Are there any alternatives to participation?
There are no alternatives to participation. If you decide not to participate in this
research, there are no penalties or consequences.

How will my information be kept confidential?

In the course of the interview, the researchers may learn personally identifiable
information, such as demographic data about you and your child, and personal
information about the grieving experiences after the death of someone in your child’s
life.

Many measures will be in place to ensure the study information is maintained in a

confidential manner, including:

Removing any identifying information in the transcripts to protect your identity.

Any quotations used in a publication will not be used with your name.

All data for this project will be stored on a password-protected electronic

storage system on the University of Maryland, Baltimore’s secure OneDrive.

Data for this project will be backed up on an external hard drive which will be

stored in a locked file cabinet in a locked closet.

Any paper materials will be stored in a lock box in a locked office closet.

Documents with identifiable information will be stored separately from the

interview transcripts.

The recordings (such as Zoom or phone recordings) will be securely stored and

password-protected during the study and destroyed up to one year following the

completion of the research.

A A primary contact list of participants, which will have been stored securely in a
lock box in a locked closet, separately from the study information, will also be
destroyed up to one year following the completion of the research.

A The de-identified transcripts, which are helpful for the researchers in learning
about your experiences, will be stored securely for up to five years or longer.
These de-identified transcripts may be made available to journals or those
interested in learning more about this study. Excerpts from these de-identified
transcripts may be used in a publication about this study.

A The results of the study, such as the themes based on the participants’
experiences, will be stored indefinitely and may be shared in a publication about
this study.

> >y D> D>

>
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Information about what the researchers have learned from the study may be published.
General information about the demographics of the study participants may be included,
however, you will not be identified by name, and any personally identifiable information
will be removed. We will keep your information safe by using a study ID number that
can not identify who you are. The research team at the University of Maryland and the
Institutional Review Board (IRB) may be allowed to inspect sections of the research
records related to the study. Everyone using study information will work to keep your
personal information confidential. Your personal information will not be given out
unless required by law.

Can | leave the study if | change my mind?

Yes. Your participation in this study is voluntary. You do not have to take part in this
research. You are free to withdraw your consent during the interview. There are no
consequences or penalties if you decide not to participate. If you have withdrawn your
consent to be in this study, and have completed a full or partial interview, you will have
the option to decide if your data will be used in the study. Your information will remain
confidential, and personal information will not be identified.

If you decide to stop taking part in the study, please contact Arlen Gaines, MSW, LCSW-
C, APHSW-C, 240-242-7424; arlengaines@umaryland.edu or the Principal Investigator
John Cagle, PhD, MSW at 410-706-6106 or jcagle@ssw.umaryland.edu.

Can | be removed from the research?

Though it is not likely, the researchers can remove you from the research study without
your approval. Possible reasons for removal include if the researchers decide the study
is no longer in your best interest, or have concerns related to your safety or mental
health. In these unlikely instances, you will have the option to decide if your data will be
used in the study. Your information will remain confidential, and personal information
will not be identified.

Is there a cost to the study?
No, there is no cost to participate in this study.

Will | get paid to participate in this study?

You will not get paid to participate in this study. However, you will receive a $25
electronic Amazon gift card to thank you for your time and effort. One gift card will be
sent per family (i.e. if both you and your child participate, you will receive one gift card
total). The gift card will be sent from the researcher’s email within one week after
completing the interview.

What do 1 do if | have an emergency?

This research study is not related to your health care. If you need medical attention,
promptly seek medical care from a health care provider. If you have an emergency, call
911 or go to the nearest emergency room.
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Who do | contact if | have questions:
Please contact the researchers at any time during the research study if you have any
qguestions. We can be reached at:

A Principal Investigatoriohn Cagle, PhD, MSW, 410-706-6106;
jcagle@ssw.umaryland.edu

A Lead Researcheirlen Gaines, MSW, LCSW-C, APHSW-C, 240-242-7424;
arlengaines@umaryland.edu

A If you have further questions that the researchers have not answered, have
guestions about your rights as a participant, or have any concerns, please
contact the University of Maryland, Baltimore Institutional Review Board at
4107055037

If | decide to participate in this study, how do | provide consent?

If you decide to participate in the research study, you will be asked to provide verbal
consent at the start of the interview. The researchers will ensure you have had a chance
to read this information sheet, review the main information in this sheet, and provide
an opportunity to ask any questions.

Your verbal consent indicates you have had an opportunity to read this information
sheet, ask any questions about participation in this research, and acknowledge that
your participation is voluntary.

University of Maryland, Baltimore statement:

The University of Maryland, Baltimore (UMB) is committed to providing participants in
its research studies all rights due to them under State and federal law. You give up none
of your legal rights by providing consent or by participating in this study. This study has
been reviewed and approved by an Institutional Review Board (IRB). The IRB is a group
of scientists, physicians, experts, and community representatives. The IRB’s membership
includes persons who are not affiliated with UMB and persons who do not conduct
research studies.

If you have questions, concerns, complaints, or believe you have been harmed through
participation in this study as a result of researcher negligence, you can contact members
of the IRB or the Human Research Protections Office (HRPO) to ask questions, discuss
problems or concerns, obtain information, or offer input about your rights as a research
participant. The contact information for the IRB and the HRPO is:
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University of Maryland, Baltimore
Institutional Review Board
Human Research Protections Office
620 W. Lexington Street, Second Floor
Baltimore, MD 21201
410-706-5037
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Appendix B: Research Information Sheet and Interview Guide Children
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Researchnformation Sheet for Children
Study Title:Grief and Bereavement Experiences of Children with Intellectual Disabilities
Study No.:HP-00108903

Principal Investigatoriohn Cagle, PhD, MSW, 410-706-6106;
jcagle@ssw.umaryland.edu

Lead ResearcheArlen Gaines, MSW, LCSW-C, APHSW-C, 240-242-7424;
arlengaines@umaryland.edu

Sponsoring organizationJniversity of Maryland, Baltimore

Information for Children:

We want to tell you about a research study we are doing. A research study is a way to
learn information about something. We would like to find out more about how some
children feel after the death of someone important in their life. You are being asked to
join the study because someone important in your life has died.

If you agree to join this study, you will be asked a few questions by your caregiver (i.e.
your parent or guardian) about what it was like for you after this person died. These
guestions will be asked while on a video or phone call with an adult from the University
of Maryland, so that the adult can hear your thoughts.

Sometimes kids can have different feelings when thinking about someone who has died.
If you want to take a break or stop the questions, that is okay.

We do not know if you will be helped by being in this study. We may learn something
that will help other children who have had an experience like yours.
You do not have to join this study. It is up to you. You can say okay now, and you can

change your mind later.

We will not share information that tells people who you are. We might use your words,
but we will not say they are from you.

Before you say yes to being in this study, we will answer any questions you have.
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Additional information for caregivers:

If your child agrees to participate in this study, we will discuss what might work best.
Typically, we will interview you first, and then your child can join us for a few questions
at the end. We would like you to ask the questions to your child, to help them feel more
comfortable.

We will discuss ahead of time how to best facilitate your child’s participation, to include
children who may express themselves non-verbally or through alternative
communication modes.

Here is the suggested script for the day of the interview that you could share in your
own words or adapt with visual representations.

You may find it helpful to have crayons and paper available during the interview, in case
your child prefers to express themselves through drawings. We will ask your child for
their permission to share drawings with us.

Script for the interview:

First, let’s review why we’re here. I’'m here with Arlen, who is with the University of
Maryland, Baltimore. She’s here to learn about how some kids feel after the death of
someone important in their lives. As you remember, any information you share is kept
private. She might use your words, but she will not say they are from you. She’ll be
recording our interview. You can decide to stop the interview at any time.

Do you have any questions? Ok, great. Arlen will turn on the recording now.
[Interviewer will turn recording on.]

For verbal assent:
Caregiver will ask: Are you willing to be in this study?
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For pictorial assent:
Caregiver can use this visual and relay the answer to the interviewer:

YES- | want to be in this study. NO- | do not want to be in this study.

[If applicable, also ask: Are you ok if wehare any drawings or pictures you make
today with Arlen?]

Thanks so much. So | wanted to ask you a couple of things:

Some days we have regular days, and sometimes something different happens.

| remember [insert how long ago] when __(the person’s name) died.

1. When you heard that _(the person’s name) died, what did you think that
meant?

2. lremember when _(the person’s name) died | had a lot of feelings. What were
some of the feelings that you had?

3. Sometimes | think about _ (the person’s name) and remember them. What do
you remember about _ (the person’s name)?

4. |Is there anything else you want to share [or draw] about _ (the person’s name )?
If so, what would you like to share?

Thanks so much for answering these questions. Your answers might be helpful for other
kids who have had the same experience.
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Appendix C: Organization Outreach Email
Note the text may be slightly altered to personalize the greeting to the contact.
Subject line: Please share: Research on Grief in Children with Intellectual Disabilities
Dear [Recipient’s Name],

I hope you are doing well. I am reaching out to share information about my doctoral
research study focused on understanding the grief and bereavement experiences of
children with intellectual disabilities, conducted through the University of Maryland,
Baltimore. Given the scarcity of research in this area, this study will provide important
information to help shape how we can best support children with intellectual disabilities
in their grief.

I would be grateful for your help in spreading the word to your networks as | am
recruiting caregiver participants (i.e. parents or guardians) for this study. Please see the
attached study flyer and the summary below which you can forward. Thank you so much
in advance for your help.

Please reach out if you have any questions at arlengaines@umaryland.edu.

Thanks so much,

Arlen

Arlen Gaines, MSW, LCSW-C, APHSW-C
PhD Candidate

University of Maryland, Baltimore

arlengaines@umaryland.edu

Study Overview:

Research Study: The Grief and Bereavement Experiences of Children with Intellectual
Disabilities

9 Purpose: to understand what the experience is like for children with intellectual
disabilities when someone significant in their life has died.

9 Participation in this research involves one interview with the primary caregiver of
a child with ID who has experienced the death of someone significant in their life
at least six months ago, and not more than three years ago. The interview lasts
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approximately one hour, and participants can optionally include their child for a
short portion of the interview in which they ask their child several questions.

1 Interviews will be conducted via Zoom or phone.

9 Participation is voluntary

1 Participants will be given a $25 gift card to thank them for their time.

Who may be eligible?

A Parents/guardians over 18 who have a child with an intellectual disability

A The child was between the ages of 5-17 when they experienced the death of
someone significant in their life (such as a parent, sibling, grandparent, or friend)

A The death was at least 6 months ago and no longer than 3 years ago

How do | participate? Contact arlengaines@umaryland.edu or call 240-242-7424 to
learn more about this study.
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Appendix D: Study Flyer

)/

I UNIVERSITYof MARYLAND
BALTIMORE

/

Has your child with an
intellectual disability
experienced the death of
someone in their life?

Looking for parents/guardians for
important research study

We are conducting a study to understand more about how children with intellectual disabilities
grieve after the loss of someone in their life. If your child has experienced such a loss, we invite
you to participate in this study to help us learn how to support other children in similar situations.

Participants will be interviewed for approximately one hour and will receive a $25 gift card as a
token of appreciation. Interviews will be conducted by video or phone.

Your child may optionally join for a short portion of the interview.

Please email arlengaines@umaryland.edu or call 240-242-7424 for more information.

Who may be eligible?

+ Parents/guardians over 18 who have a child with an
intellectual disability

« The child was between the ages of 5-17 when they
experienced the death of someone significant in
their life (such as a parent, sibling, grandparent, or
friend)

+ The death was at least 6 months ago and no longer
than 3 years ago

PowerPoint Stock Images

IRB # HP-00108903, Date Approved 02/05/2024
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Appendix E: Phone Screening Questions

Study: Grief and Bereavement Experiences of Children with Intellectual
Disabilities: A Grounded Theory Study

The following is a script for a phone call with prospective participants to determine
eligibility for the study. The script will be used as a guide, but the exact words may vary
to allow the researcher to speak in a more conversational tone.

Hello, my name is Arlen Gaines, and I’m a doctoral candidate at the University of
Maryland, Baltimore. Is this a good time to talk?

Thank you for your email (or voicemail) and interest in the study. | would be glad to give
you a basic overview of the study and then ask you a few questions to see if you would
be eligible. Does that sound ok to you?

| am interested in learning about what it is like for children with intellectual disabilities
after someone in their life has died. Learning more about this might be helpful in
supporting other kids in similar situations. If you are eligible for the study, it would
involve one interview, that lasts about an hour, and you would have the option to include
your child at the end of the interview. Anything that identifies you and your child would
be kept private.

Do you have any questions about the basic overview?

Great, so if it’s ok with you, I’d like to ask you a few questions to see if you are eligible
for this study.

A Are you a primary caregiver, such as a parent or legal guardian, of a child with an
intellectual disability? (If yes, continue to the next question.)

A Has your child experienced the death of someone important to them in their life,
like a parent, grandparent, sibling, or friend? (If yes, continue to the next
question.)

A What was the relationship to your child of the person who died (for instance, was
the person their parent or their grandparent)?

A Was your child between the ages of 5 and 17 when this loss occurred? (If yes,
continue to the next question.)

A Did the death of this person occur at least 6 months ago, but not longer than three
years ago? (If yes, continue with the script.)

If eligible:
Thank you so much for answering those questions. You are eligible to participate in this

study, so I’'m glad to talk with you about the next steps and some logistics, if you’d like
to proceed.

241



The next parts of the discussion will include the following elements:

A

> > D> >

Arrange to email them the Research Information Sheet and the Research
Information sheet for Children, if they think their child may also want to join for
part of the interview

Discuss logistics related to scheduling the interview

Discuss if the interview will be on Zoom or by phone

If on Zoom, let them know the camera can be on or off

Discuss how the interview will be recorded

Provide overview of privacy protocols that are in place

Describe how their participation is voluntary

If they are considering including their child, discuss logistics related to their
participation.

Let them know they will also receive information to share with others they know
who might be interested in the study.

Let them know they will receive a $25 Amazon gift card within a week after the
completed interview to thank them for their time.

If not eligible: Thank you for your time and interest. | want to share that you are not
eligible for this study at this time, so we will not be scheduling an interview. But thank
you so much again for your interest.
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Appendix F: Resource Sheet
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Resource Sheet

Thank you for participating in today’s interview. Sometimes talking about death and loss
can bring up uncomfortable feelings. Although unlikely, if you are feeling distressed by
those feelings, here are some helpful resources.

In case of emergency or immediate danger, please call 911 or go to the nearest
emergency room.

Resources for counseling for adults:
9 Contact your primary care provider for resources.
1 Psychology Today- Has resources for locating a therapist.
https://www.psychologytoday.com/us
1 American Psychological Association- Has resources for locating a psychologist.
https://locator.apa.org/

Resources for grieving children:
9 National Alliance for Children’s Grief: https://nacg.org/
9 Dougy Center for Grieving Children and Families: https://www.dougy.org/
' Wendt Center for Loss and Healing: Grief resources and annotated bibliography
for children’s grief: https://www.wendtcenter.org/resources/in-print/

Resources and support related to individuals with intellectual disabilities:
1 American Association on Intellectual and Developmental Disabilities:
https://www.aaidd.org/home
9 National Down Syndrome Society: https://ndss.org/
I The Arc: https://thearc.org/
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Appendix G: Interview Guide Adults
Script to Obtain Verbal Consent/ Interview Guide

This is the script that will be used in the interviews with participants. The first part
includes an overview of the study and obtaining verbal consent, and the second part
includes the interview questions. The script will be used as a guide, but the exact words
may vary in order to allow the researcher to speak in a more conversational tone. Please
note the questions may change slightly to explore emerging themes in more depth.

Thank you so much for agreeing to meet with me today. I’m so appreciative of your time
and willingness to share your experiences. Before we start our interview, I’d like to go
over a few things.

Did you have a chance to review the study information sheet | emailed to you?

Ok, great. Thanks for reviewing that. I’d like to review just a couple of key highlights
from that information sheet, and then I’ll ask you if you are ok to consent to this study.
A Just as a reminder, this study is approved by the University of Maryland,
Baltimore. It is completely voluntary.

You can stop the study at any time. You can also end the interview at any time, or
skip any of the questions.

With your permission, I’ll be recording the interview and then transcribing it.
When I do that, I’ll be sure to remove any identifying information that is on there.
I’ll be storing all of the study information in a secure manner.

Sometimes talking about the subject of grief or death can bring up uncomfortable
feelings. You can take a break, skip any questions, or end the interview.
Sometimes people find it meaningful and helpful to share their experiences.
If/when we bring your child into the interview, we’ll have you share the questions
on the Research Information page with them after obtaining their consent (assent).
I’ll be sending you a $25 gift card to thank you for your time.

> > > > > P

Do you have any questions about your participation?

Great, thank you so much. I'll be starting the recording now, and once that is on, I will
ask for your verbal consent to participate in this study.

[Turn on recording.]
Do I have your verbal consent to participate in this study?

[If they will be including their child, also ask:] Do I also have your verbal consent for
your child to participate in this study?
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Thank you. I’'m very grateful for your participation and am glad to be able to learn from
your experiences. So let’s go ahead and get started.

(Please note that this guide does not include general prompts and probes that may be
used, such as, “Could you tell me a little more about that? ")

traditions does your family have
surrounding death?

A Follow-up if needed: How
do you think those
beliefs/traditions impact
how your child
understands what death
means?

understanding of
the spiritual and
cultural belief
systems that might
impact their
conceptual
understanding of
death.

Question | Interview Question Purpose Connection to
Number research
guestions
1 First, I’d love to hear more Establish rapport Not directly
about you and your family. applicable, but
Could you tell me a little bit may provide
about your child and take me background as to
through a day with them. the nature of the
child’s disability.
2 I was sorry to learn that __had | Gain an Provides important
died. If you feel comfortable understanding of background
sharing, how would describe the circumstances | information that
how they died? of the death. may impact
A Follow-up if needed: Did Questions 1-3.
___’s death occur in your
home? Was your child
present for the death?
3 When ___ died, how (if at all) Gain an Question 1
did you explain the death to understanding of
your child? death education
A Follow-up if needed: How | used with the child.
was your child informed of
the death?
4 What do you think is your Gain an Question 1
child’s understanding of what understanding of
death means? the child’s
understanding of
death.
5 What kinds of beliefs and Gain an Question 1
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6 Did your child attend the Gain an Questions 1-3
funeral/memorial service, and if | understanding of
so, how did that go for them? if/now the child
A Follow-up if needed: If was included in
they did not attend the after-death rituals
service, were there other and if/how that
ways they were involved impacted their
after the death? experience.
7 After __ died, how did your Gain an Questions 2-3
child seem? understanding of
A Follow-up if needed: Did any emotional,
you notice any changes physical,
and if so, what did you behavioral
observe? responses to the
loss. Gain an
understanding of
how the child was
coping with the
loss.
8 Do you feel like your child was | Gain an Questions 2-3
or is continuing to grieve? If so, | understanding of
how would you describe what the caregiver’s
that has looked like for them? perspective of how
the child wasl/is
grieving.
9 What was comforting to your Gain an Question 3
child during that time? understanding of
Follow-up if needed: How, if at | the child’s support
all, did your child receive system and if that
support during that time? impacted their
coping with the
loss.
10 How, if at all, do they Gain an Question 3
remember the person who died? | understanding of
A Follow-up if needed: Are continuing bonds,
there ways you help them | and if/how the
think about or remember child maintains
the person who died? connections to the
person who died.
11 What guidance would you give | Gain an Question 3

to health care workers, teachers,
and other support people about
how they could support your
child after experiencing a loss?

understanding
from the
caregiver’s
perspective of how
the child wasl/is
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coping with the

loss.
12 Is there anything else you’d like | Ensure the
to share that we haven’t talked | caregiver can share
about? what is meaningful

to them about the
experience and
what they would
want others to
know.

Thank you so much for speaking with me today. I really appreciate how you’ve shared so
openly.

Before we end, I’d like to ask just a few questions about you and your child. As you
remember, your identity will not be shared, but this information will help us have a good
picture of our participants overall.

Demographic Information (if not already given as part of the interview):
a. What state do you live in?
b. How would you describe your gender?
c. How would you describe the gender of your child?
d. How would you describe your race (can choose multiple categories):
White
Black or African American
American Indian or Alaska Native
Asian
Native Hawaiian or Other Pacific Islander
Some Other Race
would you describe your child’s race (can choose multiple categories):
White
Black or African American
American Indian or Alaska Native
Asian
Native Hawaiian or Other Pacific Islander
Some Other Race
f. How would you describe your ethnicity:
9 Hispanic or Latino
1 Not Hispanic or Latino
g. How would you describe the ethnicity of your child?
9 Hispanic or Latino
9 Not Hispanic or Latino
h. How would you describe your spiritual or religious background?
i. How old is your child?

e. Ho

—a —a _a _a _a_aF _o_a_a_-a_-a._-2
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How old are you?
How old was your child when the person died?
How old was [name of deceased] when they died?
. What were the circumstances of their death?
How would you describe the nature of your child’s intellectual disability?
What is the relationship to your child of the person who died?
Could you describe your family network, i.e. are married/divorced/separated/not
married, do you have other children, and if so what ages?

T oS53 TR

Finally, I have a couple of logistical questions:

a. Would you like to review the preliminary results of this research?

b. Would you like updates if/when this research is published?

c. Would it be ok to contact you again if | have any follow-up questions?

Research questions for reference:

1) What is the conceptual understanding of death for children with ID?

2) How do children with ID express their grief after the death of a significant
person in their lives?

3) How do children with ID cope with the loss of a significant person in their
lives?
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Appendix H: Member Checking Script
Sample Email to Participants

Note the text may be slightly altered, but the purpose and overall content will remain the
same.

Subject line: Feedback opportunity on draft findings
Dear [Participant’s Name],

Thank you again for your participation in our research study focused on understanding
the grief and bereavement experiences of children with intellectual disabilities, conducted
through the University of Maryland, Baltimore.

We would greatly value your feedback on the draft findings of this study to see if they are
reflective of your experiences. Attached, please find a brief summary of the results, along
with a table representing the major categories and themes in this study and a diagram of
the theory that emerged from these findings. As an optional part of your participation,
please email us your feedback. You are welcome to use the following questions to guide
your response:

1. What are your overall impressions of the findings?
2. Do you feel the findings capture how children with intellectual disabilities
experience and cope with the death of someone significant in their lives? If so, in

which ways? If not, can you please share more?

3. Are there any important aspects of your experiences that were not captured? If so,
could you please share?

4. s there anything you think should be taken out of the findings? If so, could you
please share?

Thank you again for your time. Please reach out to me if you have any questions at
arlengaines@umaryland.edu or (240) 242-7424.

Sincerely,

Arlen Gaines

Arlen Gaines, MSW, LCSW-C, APHSW-C
PhD Candidate

University of Maryland, Baltimore
arlengaines@umaryland.edu
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Appendix I: Preliminary Results Shared for Member Checking

Preliminary Findings: The Grief and Bereavement Experiences of
Children with Intellectual Disabilities

Understanding
the death
with support

Experiencing the
loss

Intuiting feelings
of others ’
;

CANNG
SUBPRCCLIY

Caring for others ’

COMMICTION
snmncres

Maintaining
connections with
the deceased

Coping through
familiarity ,

The Caring Connections Model represents the process of the grief and bereavement experiences
of children with ID. It centers around a core category called “Caring Connections,” which
represents how children with ID:

o Maintain connections with the person who died,
o Care for others in their grief
o Cope through the caring connections of their family and familiar support system.

The model also includes a number of themes and subthemes (in bold) that describe this process.

Note: Parents addressed language and communication in their children's lives and how that may
impact understanding and expression. This important element is depicted as an outer circle
through which the various themes funnel.

THEME: UNDERSTANDING OF THE DEATH WITH SUPPORT

Parents shared the range of their children’s understanding of what death means, from
feeling unsure of what they understand to observing children know the person is not here
now. Many children processed the loss concretely, such as thinking the person could be
fixed or by looking for them, and were supported in their understanding through questions.
Children had beliefs about the loss that were aligned with their family’s spiritual belief
system.
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THEME: EXPERIENCING THE LOSS

About half of the children had neutral expressions, such as seeming “matter-of-fact™ after
the loss. Other children had many affective expressions and expressed a range of emotions
and behaviors, such as crying or seeming more “clingy.” Behavioral changes were
particularly apparent after an unexpected or sudden loss. Many children were missing and
yearning for the person who died and often asked to call or see them. Children who
communicate nonverbally were observed to be looking for the person.

THEME: MAINTAINING CONNECTIONS WITH THE DECEASED

Parents talked about the “incredible memory™ their children have that enables them to
remember deeply. For children who express themselves nonverbally, parents thought they
were thinking of the person who died. Children had many means of connection to remember
the person, such as through photos or memory objects. Parents described the ongoing bonds
children maintained with the person who died, such as connecting with them through the sky
or spiritually.

THEME: INTUITING FEELINGS OF OTHERS

Parents shared how their children are feeling on a deep level, as they have a “gentler soul”
and a “different way of relating to the world.” As a result, they are attuned to the emotions
of others, such as feeling sad for others and concerned if they see people crying after the
death.

THEME: CARING FOR OTHERS

Many children's empathetic qualities led to nurturing and caring behaviors for others in their
grief, such as giving hugs “to make them feel better™ or asking others, “Are you okay?”
Children also demonstrated caring for others by having a role before or after a person’s
death, such as helping with the person’s care.

THEME: COPING THROUGH FAMILIARITY

Parents shared that children found great comfort in being with family, hugging and
snuggling, and “just spending time together.” Continuity and support from the
community, such as from familiar teachers and therapists, also brought comfort. Routine
and repetition, such as familiar activities and “hearing the story again,” were particularly
helpful.

Interviews with Children: Children who were interviewed corroborated the parents’ perspectives.
Even if they had difficulty describing what death means, they demonstrated how they were impacted
by the loss. They shared examples of how they remember, miss, and vearn for the person who died.
Their caring relationships with their parents were evident in the interviews.
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