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Abstract 

Death is inevitable for all; however, the nature of that death varies significantly across 

subsets of the American population with the opportunity to die well often reserved for the 

privileged and abled. In the last ten years, there has been increasingly more attention paid to issues 

surrounding serious illness and end-of-life care for adults with intellectual disabilities (IDs). 

However, care for this population remains fraught with complex challenges and wanting for best 

practices and standards. Further, research seeking to identify the complexity of issues faced in the 

provision of end-of-life care for this population, particularly in the United States, is scarce and 

often biased toward the perspective of caregivers. 

This multiple-case study sought to explore and describe the illness trajectory and 

differential end-of-life experiences of adults with IDs within the last year of life in diverse 

community residences operated by one provider agency in New Jersey. Retrospective data from 

three sources (records, staff, surrogates) was collected sequentially and triangulated via within and 

cross-case analyses. 

This study offers a meaningful contribution to the extant literature by elucidating the last 

year of life for adults with IDs in community residences. It offers insights into how people with 

co-occurring IDs and serious illness diagnoses experience their final year, month, week, and 

moments of life. This study integrated staff and surrogate perspectives with archival data to 

illustrate the differential experiences that facilitate and impede the ability of people with IDs to die 

well. 
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Chapter I: Introduction 

This chapter provides a brief overview of the current state of the science as it relates to 

aging and dying with intellectual disabilities (IDs). Limitations and gaps within the existing 

scientific literature are explicated as the presenting problem for study is described. The chapter 

culminates with a brief summary of the dissertation study, including the study aims and research 

questions. 

Overview 

The aging of adults with IDs is a relatively new phenomenon (Braddock, 1999). The 

mean age of death for someone diagnosed with an ID rose from 18.5 years old in the 1930s to 

66.2 years by 1993 (Braddock, 1999). Today, there are 4.7 million people with IDs residing in 

the United States (approximately 1.5% of the total population); 650,000 of these individuals are 

over the age of 60 (Braddock, Hemp, & Rizzolo, 2008). The number of older adults with IDs is 

expected to double to 1.3 million by 2030 (Heller, 2008) and could triple in the decades 

immediately following (Hahn, Fox, & Janicki, 2015). This tremendous shift in lifespan, which 

some refer to as the demographic imperative, has been attributed to widespread improvements in 

health outcomes and the lasting benefits of deinstitutionalization (Hahn et al., 2015). 

There is a growing body of knowledge about mortality and morbidity patterns amongst 

older adults who are living longer with IDs. The causes of death are now very similar to those 

found in the general population, including chronic illnesses such as cancer, cardiovascular 

disease, and respiratory disease (Coppus, 2013). It is increasingly rare in later life for individuals 

with IDs to die as a result of their disabilities (Heslop, Blair, Fleming, Hoghton, Marriott, & 

Russ, 2014). Current research suggests, however, that people with IDs have unique and complex 

needs as they age, including communication challenges, comorbidities and polypharmacy, 
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impaired insight, inequitable access to care, and limited social support (Tuffrey-Wijne & 

McLaughlin, 2015). The compounding of these factors over the life course and through the 

duration of serious illness places people with IDs at increased risk for delayed diagnosis, under-

treatment of pain symptoms, and difficulties accessing the end-of-life care continuum (Hahn et 

al., 2015). 

The implications of this aging subpopulation are significant for formal and informal 

caregivers, existing service delivery systems, and the broader society as a result of the high costs 

associated with their complex care (Heller, Janicki, Marks, Hammel, & Factor, 2008). 

Individuals with multiple chronic conditions account for 95% of all Medicare expenditures; 

further, the tendency toward aggressive, often unwanted end-of-life care results in 25% of these 

costs being incurred during the last year of life (Riley & Lubitz, 2010). The provision of services 

to adults with IDs cost $29 billion in 2010 (Braddock, Hemp, Rizzolo, Tanis, Haffer, & Wu, 

2015). The vast majority of these funds were allocated to long-term care, including community 

residences (Braddock et al., 2015; Parish & Lutwick, 2005). The Institute of Medicine (IOM, 

2014) has noted that incentives under Medicare’s fee-for-service programs have resulted in 

higher service utilization, more frequent transitions in care settings, and late enrollment in 

hospice and palliative care. These features have contributed to a system that is fragmented and 

costly. Older adults with IDs are aging in an environment where insurers and policy makers 

cannot continue to provide sustainable, quality healthcare over the long-term. 

Individuals with IDs have a complex history of marginalization, particularly related to 

issues of death and dying, which further compound the challenges they face at life’s end. Prior 

research suggests that individuals with IDs have been perceived as incapable of effectively 

coping with the diversity of human emotions associated with imminent death; they have been 
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excluded from death rituals, locked out of discussions regarding their own prognoses, and often 

die without any knowledge about what is happening to them (Freedman, 1998; Friedman & 

Helm, 2010). People with IDs represent a relatively small subset of the population and often lack 

opportunities for large-scale public advocacy; as a result, public awareness and concern for these 

issues are minimal, at best (Friedman & Helm, 2010). While the research, legal, and medical 

communities are taking increasing notice as it impacts their practices, there is little evidence to 

suggest that the public has any awareness that people with IDs in their communities are living 

longer with serious illnesses that impact their end-of-life experiences in unique and often 

complex ways (Botsford & King, 2005; Friedman & Helm, 2010; IOM, 2014). 

In response to the demographic imperative, organizations – such as the Institute of 

Medicine and the American Association on Intellectual and Developmental Disabilities 

(AAIDD) – have established standards for what quality care looks like at life’s end. The Institute 

of Medicine (1997) posits that a good death is “one that is free from avoidable death and 

suffering for patients, families and caregivers in general accordance with the patients’ and 

families’ wishes” (p. 4). This definition, while written for all individuals near death, is 

sufficiently broad to be considered inclusively of people with IDs and their caregivers. AAIDD 

(2012) used established principles that have long-informed disability policy and applied them to 

end-of-life care in their Position Statement, Caring at the End of Life. Their end-of-life care 

principles included: Dignity (i.e. quality and value of life), Respect for Autonomy (i.e. 

expression and upholding of wishes), Life (i.e. promotion and protection), and Equality (i.e. fair 

access to sufficient and appropriate resources). Numerous practitioners and researchers have 

developed and, in some instances, validated measures to assess the quality of end-of-life 

experience for people with IDs. There is also a steadily-growing catalogue of interventions to 
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support these national standards and principles (see: Cross, Cameron, Marsh, & Tuffrey-Wijne, 

2012; Friedman, Choueiri, & Gilmore, 2008; Jones, Tuffrey-Wijne, Bernal, Butler, & Hollins, 

2007; National Quality Forum [NQF], 2017; Tuffrey-Wijne, 2013). 

Statement of the Problem 

Findings from the research community have confirmed the demographic imperative that 

caregivers have long acknowledged (Freedman, 1998; Braddock, 1999). However, the scientific 

literature from within the United States has yet to explore how chronic conditions and serious 

illness intersect with complex and multifaceted barriers to inform the illness trajectory and 

differential end-of-life experience of people with IDs and their caregivers. Further, there has 

been limited research in the United States evaluating if these trajectories and experiences meet 

the basic standards and principles for a good death. 

A review of the available literature, particularly more recent publications, suggests a 

trend toward conceptualizing aging as it functions within the broader context of healthy 

lifespans. This trend is problematic for researchers and practitioners who are interested in the 

complex and unique issues people with IDs face when they receive a serious illness diagnosis, a 

terminal prognosis, and/or reach the end of life. Research on end-of-life care for people with IDs 

has relied almost exclusively on providers and caregivers as the primary focus and singular 

source of data (Hahn et al., 2015). Studies that explore and describe the experiences of people 

with IDs at the end-of-life are limited and often conducted internationally, which is not always 

generalizable due to national and regional differences in end-of-life care policies and procedures 

(Tuffrey-Wijne, Bernal, & Hollins, 2010). Tuffrey-Wijne and colleagues from the European 

Association of Palliative Care (2016) concisely note that “…expertise in this area is scarce and 

often isolated” (p. 6). 
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In essence, it remains unknown if the ID community is “getting it right” (Tuffrey-Wijne 

et al., 2016, p. 6) for this vulnerable and historically marginalized population (Freedman, 1998; 

Botsford, 2000). In the absence of comprehensive knowledge about the lived experiences of 

people with IDs through the entire life course, it remains difficult for practitioners, researchers, 

educators, and policy makers to understand the illness trajectory of this population and 

appropriately intervene to minimize barriers to high quality end-of-life care. 

Study Aims and Research Questions 

This study sought to explore and describe the last year of life for adults with IDs in 

diverse community residences operated by one provider agency in New Jersey. Specifically, the 

study triangulated retrospective data collected from a record review, semi-structured interviews 

with agency staff, and semi-structured interviews with surrogates to describe the end-of-life 

experiences of people with IDs who were supported by this agency and have died within the last 

10 years. 

The following study aims and associated research questions guided all phases of this 

multiple-case study: 

• Aim #1: To explore and describe the illness trajectory and end-of-life experiences of 

adults with intellectual disabilities in community residences. Research Question: How do 

adults with IDs in community residences experience the last year of life? 

• Aim #2: To define and operationalize facilitators and barriers of high quality end-of-life 

care for adults with intellectual disabilities in community residences. Research Question: 

How do staff and surrogates perceive differential end-of-life experiences amongst people 

with IDs? 
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Summary 

The dramatic pace with which the population of adults with IDs is growing, coupled with 

the uniquely complex issues they face upon serious illness diagnoses and/or terminal prognoses, 

suggests the need for research that makes these experiences known. Further, it is becoming 

fundamentally important to conduct rigorous research that enables practitioners and policy 

makers to adjust services to accommodate best practices while assuring the sustainability of an 

overtaxed healthcare system. 
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Chapter II: Background and Theoretical Framework 

This chapter presents definitions that are relative to this study and adults with intellectual 

disabilities (IDs) who are experiencing serious illness and approaching the end-of-life. A review 

of the scientific literature, including demographic data and salient research, elucidates the 

intersection of IDs with (a) aging; (b) serious illness; (c) advance care planning; and (d) end-of-

life care. The chapter ends with a discussion of the Chronic Illness Trajectory Framework and 

the Bioecological Theory of Human Development, including their key tenets and applicability to 

the study’s substantive area. These theories informed the design, methodology, and analysis plan 

described in Chapter III: Research Methodology. 

Definitions 

To facilitate a shared understanding of the terms that will be commonly used both in the 

description of the scientific literature and the methods of the study, definitions are presented 

below. It is of note that there is tremendous variability within the available literature as to how 

many of these terms are defined and bound; therefore, each definition will culminate with the 

principal investigator’s operationalization of how the terms are defined and used within the 

context of this study. 

Intellectual and Developmental Disability (IDD). Developmental disabilities (DD) are 

severe, chronic disabilities that can be cognitive, physical, or both. The disabilities appear before 

the age of 22 and are likely to be lifelong (AAIDD, 2013). Developmental disabilities encompass 

intellectual disabilities. “Intellectual disability is a disability characterized by significant 

limitations both in intellectual functioning (reasoning, learning, problem solving) and in adaptive 

behavior, which covers a range of everyday conceptual, social and practical skills. This disability 

originates before the age of 18” (AAIDD, 2013, paragraph 7). Intellectual disabilities were 
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previously termed mental retardation. Based upon observations of the language most 

prominently used within the scientific literature, “intellectual disabilities” or “IDs” will be used 

in-text. 

Older Adult. The World Health Organization states, “At the moment, there is no United 

Nations standard numerical criterion [for older adult] … Lacking an accepted and acceptable 

definition, in many instances the age at which a person became eligible for statutory and 

occupational retirement pensions has become the default definition. The ages of 60 and 65 years 

are often used, despite its arbitrary nature …” (Kowal & Dowd, 2001, paragraph 5). The WHO 

(2016) further acknowledges that the parameters of “old age” vary across person, place, and 

time. In a position statement outlining issues pertaining to aging adults with IDs, the ARC (2008) 

established “55 years of age and older” as the parameters for “old age” for this population (p. 1). 

While the ARC’s position paper established a cut point for this population in 2008, published 

research reports regarding older adults with IDs have not consistently upheld this definition (i.e. 

inclusion criteria for older adults with IDs have varied and ranged from 50+ to 60+ to 65+). 

Further, the heterogeneity of aging adults with IDs has contributed to differential lifespans and 

accelerated aging processes for some subsets of the population; for example, individuals with 

profound disabilities experience greater than 20% expected life loss across all age groups (Patja, 

Iivanainen, Vesala, Oksanen, & Ruoppila, 2000). Therefore, chronological age will be discussed 

respective of the unique features of the person, place, and time throughout the text. 

Serious Illness. There has been a noticeable shift in the language used to describe 

terminal prognoses; specifically, leaders in the field of end-of-life care – and more widely within 

some segments of the medical and gerontological communities – have begun using serious 

illness to describe those chronic, comorbid, and/or complex medical conditions that are life-
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limiting (Kelley, 2014). For the purposes of this study, the definition that emerged from the 

National Palliative Care Research Center will be used: “’Serious illness’ is a condition that 

carries a high risk of mortality, negatively impacts quality of life and daily function, and/or is 

burdensome in symptoms, treatments, or caregiver stress” (Kelley, 2014, p. 985). It is important 

to note, within the context of this study and in accordance with best practices, IDs are considered 

separate and distinct from serious illness (AAIDD, 2012). 

End of Life. The National Institute on Aging (NIA, 2012) defines this as “the time 

surrounding death” (p. 3). This definition encompasses but does not specifically acknowledge 

that the Centers for Medicare and Medicaid, under the Hospice benefit, established six months 

prior to death (if a terminal illness takes its natural course) as the parameters for the end-of-life 

period (Kaiser Family Foundation [KFF], 2015). Research with older adults with IDs can involve 

deaths that occurs as result of non-acute events and terminal illnesses; however, sudden events 

(e.g. accidents, homicides, suicides) can also occur and the co-occurring IDs can influence these 

end-of-life trajectories as well. Therefore, the NIA’s inclusive and broad definition will be used 

within this study. 

End-of-Life Care. (Alternates: palliative care; hospice care; comfort care; supportive 

care) This refers to the “…the support and medical care given during the time surrounding 

death” (NIA, 2012, p. 3). This care may attend to the physical, mental, emotional, spiritual, 

and/or practical needs of the individual and his/her caregivers. End-of-life care can be provided 

in a hospital, nursing home, at home, and/or in an in-patient hospice or palliative care unit. End-

of-life care is often used interchangeably with the identified “alternates” but each of these forms 

of care vary (sometimes in small ways but, in some cases, in very significant ways). There is 

evidence in the broader aging and end-of-life literature to suggest that this leads to confusion 
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amongst referents, providers, and consumers of these types of care (IOM, 2014). Due to its 

ability to cut across the various forms of specific types of end-of-life care, the NIA definition 

will be used throughout this study. 

Advance Care Planning. The National Hospice and Palliative Care Organization 

(NHPCO, 2016) defines advance care planning as “…making decisions about the care you would 

want to receive if you become unable to speak for yourself” (paragraph 1). Advance care 

planning involves considering healthcare goals, getting information about diagnosis and 

prognosis, discussing wishes and values with loved ones and healthcare providers, making 

decisions, choosing a healthcare proxy, sharing decisions, and completing advanced directives 

(NHPCO, 2016). In ideal scenarios, advance care planning is a process that occurs at minimum 

annually or upon a significant status change; it not a singular act (IOM, 2014). As of 2016, 

advance care planning is a paid service under the Medicare Physician Fee Schedule and Hospital 

Outpatient Prospective Payment Systems (NHPCO, 2016). The NHPCO definition for advance 

care planning will be used due to its ability to encompass this process under the new Medicare 

rules. 

Advance Directives (ADs) and Medical Orders (MOs). Both ADs and MOs can be 

employed as instruments in the advance care planning process. Advance directives are 

“…patient-initiated documents, especially living wills and documents that name a health care 

agent. People can complete these forms at any time and in any state of health that allows them to 

do so” (IOM, 2014, p. 121). New Jersey – the setting of this study – recognizes the proxy 

directive (durable power of attorney for healthcare) and the instruction directive (living will) as 

advanced directives (New Jersey Department of Health [NJ-DOH], 2015). Medical orders are 

“…created and signed by a health professional, usually a physician…for someone who is 
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seriously ill. Because they are actual doctors’ orders, other health professionals, including 

emergency personnel, are required to follow them” (IOM, 2014, p. 121). New Jersey recognizes 

the Practitioner Orders for Life Sustaining Treatment (POLST), Do Not Resuscitate (DNR) 

order, Do Not Intubate (DNI) order, Do Not Hospitalize (DNH) order, and the Out-of-Hospital 

Do Not Resuscitate (OOH-DNR) order as medical orders (NJ-DOH, 2015). 

Person-centered. (Alternates: inclusive; self-determined; self-directed). Person-centered 

care is inclusive of the wishes of people with IDs, as well as their families, friends, and other 

important people in their lives (The ARC, 2014). The ARC’s Center for Future Planning has 

established national standards for building support plans for individuals with IDs with attention 

paid to those who are aging. In their publications, person-centered precedes future planning and 

it serves to reflect the centralization of the person with IDs in the planning process. However, 

while their wishes are given prominence, the definition also includes the wishes of other critical 

stakeholders. This aligns well with best practices for advance care planning; therefore, person-

centered and its accompanying definition will be used in this study to reflect the integration of 

people with IDs who are seriously ill in the decision-making process. 

Decision-making Capacity. (Alternates: autonomy; self-determination; competency). 

Levy and van Stone (2010) observed, “In adults, decision-making capacity is presumed unless 

proven otherwise and is not determined by age or diagnosis; it refers to actual functioning in a 

specific context and is affected by both cognitive abilities and affective states. [Capacity] 

depends on functional demands and consequences and it can change for any number of 

reasons…” (p. 36). The Institute of Medicine (IOM, 2014) supported this definition by noting 

that people with IDs may lack decision-making capacity for certain medical decisions, 

particularly those that are complex or high risk, yet they retain capacity for other decisions, 
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including the selection of a proxy or healthcare agent. Similarly, AAIDD (2012) noted that 

decision-making capacity is situation-specific; and, the lack of capacity does not preclude people 

with IDs from expressing their preferences and having them respected. According to the New 

Jersey Department of Human Services (NJ-DHS, 2009), capacity for individuals with IDs should 

be presumed until certified otherwise by a medical professional (e.g. certified psychologist, 

licensed psychiatrist, or licensed medical doctor). National and state-level recommendations 

suggest that capacity determinations should not be considered static or applicable across all 

decision-making scenarios; therefore, they will be considered situational and subject to change 

accordingly within this study. 

Surrogate. When an individual lacks decision-making capacity and/or is determined 

incompetent, a surrogate becomes the designee responsible for decision-making within the scope 

of applicable laws (NJ-DHS, 2009). Surrogates are advised by the ethical principles of: 

autonomy, beneficence, non-maleficence, and justice (Coe, 2013). In New Jersey, surrogates are 

frequently referred to as “guardians” and can be a family member, another interested party, 

and/or an agency such as the Bureau of Guardianship Services. Surrogates must be appointed by 

the Superior Court. The authority of surrogates in New Jersey can extend to the person and/or 

property; it can also be plenary (encompassing all decisions) or limited (encompassing some but 

not all decisions) (NJ-DHS, 2009). 

Residential Services. (Alternate: community residences) Diverse community housing 

options are available to people with IDs in New Jersey. Residential services include: group 

homes, supervised apartments, supportive housing, and community care homes (NJ-DDD, 2008). 

Individuals with IDs who live in group home settings are the focus of this study. Therefore, 

residential services or community residences will be considered synonymous with group homes 
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within this manuscript. Group homes, as defined by the New Jersey Division of Developmental 

Disabilities, are residential options where no more than 3 individuals share a home and receive 

services from trained staff who are on-site 24 hours a day (NJ-DDD, 2008). 

These residential placements are facilitated and overseen through the New Jersey 

Division of Developmental Disabilities Community Care Waiver (CCW) program. The CCW is 

funded by the state and supported with assistance from Medicaid. During the course of this 

study, the state underwent a significant policy shift as it transitioned away from a contract-based 

system of service reimbursement to a Medicaid-based, fee-for-service reimbursement model (NJ-

DDD, 2008). 

Review of the Literature 

The consensus among scholars is that the available literature regarding serious illness and 

the end-of-life care for individuals with IDs is limited (Botsford & King, 2005; Savage, Moro, 

Boyden, Brown, & Kavanaugh, 2015; Tuffrey-Wijne, Hoggs, & Curfs, 2007). Although there 

appears to be an uptick in both research publications and resources available within the last 10 

years, as Botsford and King (2005) note, “Aging and the end of life continue to be not only the 

last but also the least studied stage of life” (p. 22). 

Studies pertaining to serious illness and end-of-life care for individuals with IDs fall 

within several domains (aging, advance care planning, serious illness, and end-of-life care) with 

most of the research being exploratory/descriptive, qualitative, and atheoretical in nature. Those 

publications available, however, do represent a cross-section of professions (e.g. social sciences, 

law, and medicine) due to the ways in which the dying process cuts across many interdisciplinary 

domains. Prevalence data and research of significance to this study – due either to primacy, 

saliency, or recency – is presented for each topic below. 
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Aging. Before describing the aging of people with IDs, it is important to offer context for 

this low incidence but high intensity subpopulation. People with IDs represent approximately 1-

3% of the United States population. Within this subset of the population, approximately 85% 

have been diagnosed with mild IDs; 10% with moderate IDs; 4% with severe IDs; and 2% with 

profound IDs (Maulik, Mascarenhas, Mathers, Dua, & Saxena, 2011). In 2013, services and 

supports for children with IDs, adults with IDs, and their caregivers accounted for $61.46 billion 

of the annual United States budget (Braddock et al., 2015). Of this funding, 66% was allocated 

to residential and community services, 13% to institutions, 13% for supported living and 

personal assistance, 7% to family support, and 1.4% to supported employment (Braddock et al., 

2015). It is important to note that the majority of funds were directed toward residential 

services; however, only 13% of the total population of people with IDs reside in this type of 

setting. Findings from this longitudinal study suggest that 71% of people with IDs live with a 

family caregiver and 16% live alone or with a roommate (Braddock et al., 2015). Family 

caregivers are often, themselves, older adults; 25% are 60 years or older and 38% are between 

41-59 years of age (Heller, Stafford, Davis, Sedlezky, & Gaylord, 2010). 

The number of older adults in the general population is expected to grow from 46.2 

million to 83.7 million by 2050 (Ortman, Velkoff, & Hogan, 2014). There were 641,860 people 

with IDs who were 60 years or older in 2000; projections suggest this will double to 1.2 million 

by 2030 (Heller et al., 2010) and likely triple in the “foreseeable future” (Hahn et al., 2015, p. 

251). The mean age of death for people with severe IDs and Down syndrome is mid-50s. This 

is significantly higher (mid-70s) for people with mild to moderate IDs, who now have lifespans 

very close to those found in the general population. This shift in population demographics has 
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been attributed most frequently to medical advancements and improved living conditions within 

both the disability community and the general population (Heller et al., 2010). 

Studies that have explored aging among people with IDs have typically focused on health 

in later life (including longevity and the bio-psycho-social characteristics of healthy aging), 

retirement, and other significant late-life transitions. Recent scientific literature suggests that 

people with IDs face similar late-life issues as those experienced by the general population, but 

they do so in the context of unique and often less stable residential circumstances, under-

recognized life-limiting conditions, and often with poorly coordinated care between general 

healthcare providers and disability specialists (Hahn et al., 2015). 

Population-based studies, meta-analyses, and qualitative inquiries related to health in 

later life have noted a preponderance of age-associated health risk factors (such as oral health), 

lifestyle health risks (such as obesity), and barriers to access (including the absence of geriatrics 

providers with specialization in IDs, the limitations of public health insurance benefits, and 

structural barriers) amongst older adults with IDs (Evenhuis, Henderson, Beange, Lennox, & 

Chicoine, 2001; Haveman, Heller, Lee, Maaskant, Shooshtari, & Strydom, 2010). Health 

disparities persist for aging adults with IDs – both in relation to the chronic conditions and 

serious illnesses they experience and in the delivery of healthcare services – in spite of a growing 

number of interventions to promote health, reduce risk, and empower people with IDs to engage 

in health-promotion activities (Hahn et al., 2015; Haveman et al., 2010). 

While the majority of the scientific literature on aging with IDs relates to health, there is 

a small but growing body of research primarily in the form of literature reviews and survey 

research related to retirement and late-life transitions. Research related to retirement has focused 

on individuals who participated in the traditional workforce; however, many individuals with IDs 
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have worked in alternative settings (e.g. sheltered workshops) or experienced underemployment 

or no employment for extended periods of their adult lives (Hahn et al., 2015). The growing 

number of people with IDs who reach retirement age has raised questions for researchers and 

practitioners about how to facilitate successful transitions within the constraints of the existing 

systems of care, how to solicit insights from individuals with IDs about their preferences, and the 

best means for promoting person-centered activities in later life (Fesko, Hall, Quinlan, & Jockell, 

2012). 

Advance Care Planning. Advance care planning remains relatively low among all 

people in the United States, in spite of legislative efforts (e.g. Patient Self-Determination Act of 

1990), incentives (e.g. Center for Medicare and Medicaid authorization of payments to providers 

effective 2016), and public campaigns (e.g. National Healthcare Decisions Day) (Milijkovic, 

Jones, & Miller, 2013). Recent research in the general population suggests that somewhere 

between 30-50% (variable by location and data source) have completed an advance directive 

(Carr & Luth, 2017). Although most people want and expect their healthcare providers to initiate 

conversations about advance care planning, only 16% of older adults report having physician-

initiated conversations about their wishes and care (IOM, 2014). Those who do participate in 

advance care planning are, on average, more likely to be older, educated, white, and have high 

cognitive functioning but poor overall health (IOM, 2014). 

As noted by Freedman (1998) in one of the earliest studies to examine advance care 

planning and healthcare decision-making for people with IDs, “It is likely that use of advance 

directives among people with [IDs] is also quite low, given these correlates of education and 

cognitive capacity and the complexity of such decision-making” (p. 447). This assumption was 

later corroborated by empirical studies in California and the Netherlands, which found evidence 
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of advance care planning and/or advance directives in less than 1% of their studies’ 

subpopulation of adults with IDs (United States Department of Health and Human Services [US-

DHHS], 2007). These studies, however, have not been replicated since their publications in 

1997 and 2002 respectively; however, a recent study of emergency medical technicians 

involving end-of-life calls for people with IDs suggests that this trend toward underutilization 

may be changing (McGinley, Waldrop, & Clemency, 2017). 

Previous studies have reported several critical issues related to advance care planning for 

people with IDs (Freedman, 1998; Friedman & Helm, 2010, Hahn et al., 2015; Kirkendall, 

Linton, & Farris, 2016). Although there is widespread agreement that capacity is situational and 

person-specific, there is not consensus nor is there a standardized, universally-available measure 

for assessing capacity in healthcare decision-making in serious illness for this subpopulation 

(Freedman, 1998; Kirkendall et al., 2016). Further, standards for surrogate decision-making are 

equally unclear and often vary from setting-to-setting and case-to-case (Friedman & Helm, 

2010). Families, who often assume the role of surrogate decision-maker for people with IDs, 

rarely discuss long-term plans and preferences with their loved ones (Hahn et al., 2010). Finally, 

fear remains pervasive particularly as it relates to pressures to use advance directives with this 

subpopulation; the long-standing history of marginalization has led many in the disability 

community to be skeptical of advance directives for fear they will be used in the rationing and 

prioritizing of care that might lead to the premature termination of life and the hastening of death 

(Friedman & Helm, 2010). 

Members of the research and practice community have set forth guidelines to both 

facilitate and improve advance care planning for this population. These efforts are due in part to 

research that has found individuals with IDs to have the capacity and interest in participating in 
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advance care planning, especially when person-centered accommodations are made and shared 

decision-making is facilitated by healthcare providers (IOM, 2014; Savage et al., 2015). King 

and colleagues (2004) advocated that advance care planning should occur over time; and, 

individuals with IDs and their surrogates should be educated about aging, serious illness, the full 

range of treatment options, legal issues, dying, and grief. AAIDD (2012) developed a Position 

Statement entitled Caring at the End-of-life that advocates for advance care planning to occur 

before people are at the end of life and includes discussions of care preferences that are general 

yet specific enough to provide practice guidance. The Institute of Medicine (2014) suggested 

that efforts be made to improve clinician-patient communication as it relates to advance care 

planning, and they further suggested that this might be achieved through professional education 

and public engagement. Freedman (1998) had previously made similar recommendations and 

also suggested the use of ethics and human rights committees, operating under clear policies and 

procedures, be used as safeguards to protect people with ID. 

Serious Illness. The leading causes of death for people with IDs are now very similar to 

those found in the general population, including (in order of prevalence): respiratory disease, 

heart and circulatory disorders, and cancer (Tuffrey-Wijne & McLaughlin, 2015). Individuals 

with IDs are not dying as a result of their disabilities; rather, they are dying of causes and at rates 

very similar to the general population. The exception is that Alzheimer’s disease and dementia 

disproportionately affect a subset of this population; 8% of all adults with IDs have been 

diagnosed with dementia and the prevalence of the disease among people with Down syndrome 

increases to over 50% as they reach advanced age (Bishop et al., 2015). Tuffrey-Wijne and 

McLaughlin (2015) also note that the absence of population-data related to the serious illnesses 

commonly found in this subpopulation have resulted in their needs remaining hidden. 
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The available literature suggests unique factors that disproportionately shape and 

influence the experiences of people with IDs with serious illnesses, including behavioral and 

psychiatric issues, complex comorbidities, and polypharmacy (Tuffrey-Wijne & McLaughlin, 

2015). Botsford (2000) noted several individual-level factors that influence the response of 

people with IDs to serious illness, including: past learning and experience, intellect, special risk 

factors (such as a closed family relationship), communication skills, and family and staff 

perceptions of both the person and the circumstances of the serious illness. Botsford (2000) also 

found that agency factors influence the response to the serious illness, including: the intricacy of 

staff roles, administrative policies and procedures, and the complexity of community networks of 

service. As it relates to the latter, King and colleagues (2004) noted that uncertainty persists 

between providers as it relates to Medicaid eligibility; specifically, agencies may become 

increasingly reluctant or unable to provide specialized supports and services when a person’s 

serious illness warrants palliative care, hospice, and/or hospitalization. 

End-of-Life Care. Through a combination of advocacy, legislative efforts, and judicial 

rulings, the deinstitutionalization movement that commenced in the 1980s has led to a paradigm 

shift whereby most individuals with IDs no longer receive care and services in large, congregate 

care settings but rather live in a family home or small community residence (Braddock, 1999). 

As a result of this shift, people with IDs have subsumed an increased reliance on mainstream 

forms of healthcare and services (Tuffrey-Wijne et al., 2007). However, the current scientific 

literature specific to people with IDs has yet to explore where and how individuals with IDs 

receive end-of-life care. 

Available research on “minority populations” – which is inclusive of people with IDs as 

defined by the Institute of Medicine – suggest underutilization of hospice and palliative care 
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services and high rates of hospital/institutional deaths (estimated at >80%) (Friedman & Helm, 

2010; IOM, 2014). Those factors identified as influencing the serious illness trajectory also 

appear to impact timely access to high quality care, including palliative care and hospice, for 

people with IDs and their caregivers (IOM, 2014). The findings from the Institute of Medicine 

(2014) also suggest that for particular disadvantaged groups, including people with IDs, there is 

often a mismatch between the needs of patients and families and the services that are either 

available or can be reasonably obtained. Further, the fragmented healthcare delivery system, 

which is marred by financial incentives, has resulted in poor care coordination at the end of life 

(Harrington, 2018; IOM, 2014). 

Research has consistently suggested a disconnect between disability providers and 

hospice/palliative care services (Hahn et al., 2015). While there is a growing body of research 

targeted at interdisciplinary cross-training and care coordination, these interventions have often 

faced significant implementation barriers, achieved inconsistent outcomes, and lacked strategies 

for widespread dissemination (Cross et al., 2012; Gray & Truesdale, 2015; Ronnenberg, Peters-

Beumer, Marks, & Factor, 2015; Stein, 2008). Yet, the Institute of Medicine (2014) has 

continued to recommend that “integrated, person-centered, family-oriented, and consistently 

accessible care” be available to all people who experience a serious illness or injury (p. 2-45). 

These features are of critical importance, as is the harmony between people’s values and the care 

they receive, if an inclusive end-of-life experience is to be achieved. 

Theory 

The study was guided by the Chronic Illness Trajectory Framework and the 

Bioecological Theory of Human Development. The Chronic Illness Trajectory Framework 

establishes a process for conceptualizing serious illness within a specific subpopulation; the 
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Bioecological Theory of Human Development offers a robust theoretical model that can be used 

to thoroughly identify the factors that contribute to differential end-of-life experiences. 

The Chronic Illness Trajectory Framework. The Illness Trajectory Framework, which 

was originally developed Corbin and Strauss (1991) and then updated by Corbin (1998), has 

been applied to inform practice, teaching, and research (particularly among nurse practitioners) 

for patients with chronic illnesses. Since its publication, the Framework has guided 

interdisciplinary research that seeks to describe and often visually represent the trajectory of a 

broad range of serious illnesses and chronic conditions. A seminal example of research guided 

by this theory was the work of Lunney and colleagues (2002, 2003) who utilize Medicare claims 

data to classify decedents and subsequently elucidate four distinct end-of-life trajectories: sudden 

death, terminal illness, organ failure, and frailty. 

The trajectory refers to the course of a particular serious or chronic illness as it is 

informed by the response of the diagnosed person, family, and healthcare providers (Corbin & 

Strauss, 1991). Corbin and Strauss (1991, 1998) include six steps in the framework as it relates 

to a nursing process: 

1. Identify the trajectory phase. 

2. Identify the problems and establish goals. 

3. Establish plans to meet goals. 

4. Identify factors that facilitate or hinder attainment of goals. 

5. Implement interventions. 

6. Evaluate the effectiveness of these interventions. 

McCorkle and Pascareta (2001) define the eight phases common to most chronic illnesses, 

including: 
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1. Initial/Pretrajectory Phase – This occurs before any signs of illness or symptoms are 

present. 

2. Trajectory Onset Phase – This is the diagnostic period, which often occurs at the onset of 

signs or symptoms of illness. 

3. Crisis Phase – This occurs when there is a life-threatening situation or event. 

4. Acute Phase – This precedes the crisis and is marked by the identification of a regime 

that can control and manage the patient’s symptoms. 

5. Stable Phase – This occurs when symptoms are successfully managed and controlled. 

6. Unstable Phase – This occurs when the previously-identified regime is no longer 

effective in managing and controlling symptoms. 

7. Downward Phase – This occur when there is observation of progressive deterioration in 

both mental and physical status. 

8. Dying Phase – This includes the weeks, day, or hours preceding death. 

The Chronic Illness Trajectory Framework has not been previously utilized in research or 

practice with people who have co-occurring IDs and serious illnesses. However, Gill and 

colleagues (2010) conducted a longitudinal study of 754 community-dwelling older persons in 

the last year of life. Although none of these individuals had a disability at the start of the study 

period, all developed a disability during the last year of life with varying degrees of severity. It 

is important to note that a late-life disability is distinct in many important ways from lifelong 

IDs, which are often present at birth and persists for the duration of the lifespan (AAIDD, 2013). 

However, this study is useful as a referent for understanding the intersection of disability with 

serious illness and how they uniquely inform the illness trajectory. 
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As it relates to this study, records of decedents were triangulated with retrospective 

reflections from staff members and a surrogate to facilitate the identification of these progressive 

phases within the last year of life for people with IDs.  This, in turn, allowed the principal 

investigator to plot the course of the serious illness over time and within the context of each 

person with IDs, the family/surrogate, and the community residence. By comparing individual 

trajectories within this study’s subpopulation, commonalities and differences were elucidated. 

The Bioecological Theory of Human Development. The Bioecological Theory of 

Human Development, which was conceptualized primarily by developmental psychologist Urie 

Bronfenbrenner, offers a framework for understanding how the internal processes within 

individuals and the interpersonal processes within their environments are in a reciprocal 

relationship with the external context and time period in which people live (Bronfenbrenner, 

1986; Lerner, 2005). The Theory employs the Process-Person-Context Time (PPCT) model to 

articulate its key tenets (Bronfenbrenner, 2001). 

Tenet One: Process. Bronfenbrenner (2001) defines proximal processes as the regularly 

occurring, progressively complex, and reciprocal interactions between an ever-evolving human 

organism and the persons, objects, and symbols in the immediate environment over time. These 

interactions, according to Bronfenbrenner (2001), result not only in the perpetual and 

evolutionary development of the individual but also inform how the individual engages in the 

development of others. In essence, individuals and the context in which they exist are fused in a 

dynamic, complex relationship (Lerner, 2005). The complexity of these processes is a result of 

the developing person over time; further, these processes may vary significantly dependent upon 

both the individual and environment (Bronfenbrenner, 2001). 
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Tenet Two: Person. Bronfenbrenner’s PPCT Model sets forth three central biopsychosocial 

characteristics of the person, which he conjectured that individuals brought with them into any 

social interaction (Bronfenbrenner & Morris, 1998): 

• Demand characteristics are those that serve as an immediate stimulus and influence for 

the interactions had between the person and environment; these characteristics can foster 

or disrupt proximal processes (Lerner, 2005). Often, these characteristics serve as the 

first impressions that form expectations about people and how they are likely to interact 

with and within the environment (Tudge, Mokrova, Hatfield, & Karnik, 2009). 

• Resource characteristics are the mental, emotional, social, and material resources 

available to the individual; these resources are essential in ensuring effective functioning 

of proximal processes throughout development (Lerner, 2005; Tudge et al., 2009). These 

characteristics may not be immediately evident in a social situation; however, they may 

often be deduced from the more immediately obvious demand characteristics (Tudge et 

al., 2009). 

• Force or disposition characteristics relate to the difference in temperament, motivation, 

and persistence that are exhibited by and inherent in the individual; these characteristics 

can both be the impetus for and act to sustain proximal processes (Lerner, 2005; Tudge et 

al., 2009). The trajectory by which people develop can vary significantly based upon 

their force characteristics (Tudge et al., 2009). 

As Bronfenbrenner continued to revise the theory, priority was increasingly given to the 

characteristics of the person, which he coined as the “center of gravity” (Bronfenbrenner & 

Morris, 1998, p. 1013). 
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Tenet Three: Context. Context refers to the environment, which includes four 

interrelated systems: microsystem, mesosystem, exosystem, and macrosystem (Bronfenbrenner, 

2001). In Bronfenbrenner’s most classic text, The Ecology of Human Development, he made 

arguably his most substantial contribution by describing these nested systems, or interrelated 

ecological levels, in which people develop (Lerner, 2005). Bronfenbrenner’s nested systems are 

each outlined below: 

• Microsystems refer to the more immediate settings in which a person interacts at a 

specific moment in time; these direct relationships are often complex and where people 

spend most of their time interacting (Lerner, 2005; Tudge et al., 2009). 

• Mesosystems refer to the interrelationship between the various microsystems in a 

person’s life at a given point in time (Bronfenbrenner, 2001). The mesosystem serves to 

connect the various microsystems that are operating within the life of an individual at any 

point in time (Tudge et al., 2009). 

• Exosystems refer to those contexts in which the individual is not situated but have 

significant implications for development during a given period of time (Bronfenbrenner, 

2001; Lerner, 2005; Tudge et al., 2009). These are the broader social systems that can 

positively or negatively influence how the individual interacts within other systems even 

when not directly involved with them (Bronfenbrenner, 2001). 

• Macrosystem refers to the cultures, institutions, and policies that influence that nature of 

interactions that transpire between all the other systems, including how, where, and when 

these systems interact (Lerner, 2005). 
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Although the prominence of these concepts declined as the theory evolved, Bronfenbrenner 

continued to represent them - borrowing from the language of Kurt Lewin - with the broader 

concept of context (Bronfenbrenner; 1977; Bronfenbrenner, 2001). 

Tenet Four: Time. The concept of time was one that came to prominence in later 

iterations of the theory, with Bronfenbrenner dividing time by three sub-factors: 

• Microtime refers to what occurs during the course of an ongoing microsystem 

interaction; it is often characterized by either continuity or discontinuity (Lerner, 2005; 

Tudge et al., 2009). 

• Mesotime refers to the consistency of periodic activities at designated intervals across an 

extended period of time (Lerner, 2005; Tudge et al., 2009). 

• Macrotime refers to the implications of events within the larger society on the processes 

and outcomes of individual development over time (Bronfenbrenner, 2001; Lerner, 2005; 

Tudge et al., 2009). 

Although a later addition to the theory, Bronfenbrenner (2001) regarded time as having “special 

importance” on the lives of individuals (p. 7). 

The Bioecological Theory of Human Development has been adopted widely in 

interdisciplinary practice and research with diverse populations (Sontag, 1996; Tudge et al., 

2009). The critique, however, has been that these efforts often involve the partial adoption of the 

theory where only context is considered. Tudge and colleagues (2009) argue that any use of the 

theory must be in its mature form where at least three of the four tenets are applied and proximal 

processes are requisite among those three. A review of the available literature applying this 

theory to people with disabilities suggests an overreliance on the “nested systems” with limited 

or no priority given to the other tenets of the theory. More specific to the substantive area of this 
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study, the theory has been applied by one other researcher to date. In her dissertation study, 

Moro (2015) explored the perceptions of staff regarding the end-of-life care of people with IDs 

through the application of the Bioecological Theory of Human Development. Although Moro 

reported on the utility of this theory as an organizational and analytical framework, some critical 

tenets – including proximal processes and time – were notably absent from her discussion. 

For the purposes of this study, the Bioecological Theory of Human Development’s model 

of Process-Person-Context-Time (PPCT) was used as the guiding framework for retrospectively 

exploring how people with IDs, staff members, and a surrogate experienced the last year of life 

(Bronfenbrenner, 2001). This study employed the model’s four primary tenets (process, person, 

context, time) to elucidate the differential end-of-life experiences of people with IDs. 

Specifically, the three phases of this study (record review, interviews with staff members, 

interviews with a surrogate) served to corroborate findings regarding the frequency and nature of 

proximal processes over the course of the last year; the characteristics of the persons with IDs 

and how they served to inform their experiences at the end of life; the nested context in which 

the persons with IDs, their families/guardians, and community residence staff were operating; 

and the progression of time both within their lives and the broader systems in which they lived 

and died. 

Summary 

As evident by the definitions set forth at the start of this chapter, the focus of this study is 

emergent and the terms that bound the parameters of this research are evolving and even 

contested in some instances. There is a growing body of scientific literature exploring aging 

among people with IDs; however, the robustness of the available literature appears to diminish as 

serious illness and end-of-life care become the focus. This study sought to address that gap 
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within the scientific literature by exploring and describing the illness trajectory and end-of-life 

experiences of people with IDs, as guided by the Chronic Illness Trajectory Framework and the 

Bioecological Theory of Human Development. 
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Chapter III: Research Methodology 

This chapter presents the research methodologies employed in this dissertation study. 

The chapter begins with a description of the study design, including a rationale for how this 

design served to explicate the data necessary to thoroughly address the research questions. The 

setting of the study, one provider agency in New Jersey, is described and a rationale for this 

particular single setting is provided. Next, the three phases of data collection are sequentially 

presented; details regarding the sample, instrumentation, and procedures are provided for each 

phase. The chapter closes with a description of the data analysis plan. 

Study Design 

This study utilized a multiple-case study design to describe the features that are perceived 

to facilitate or impede “good deaths” among adults with IDs in community residences.  Multiple-

case study research has interdisciplinary utility in understanding complex social phenomena 

(Miles & Huberman, 1994; Yin, 2014). In addition, the multiple-case study design offers 

opportunities for replication that facilitates the deciphering of patterns and promotes greater 

robustness of the analytic conclusions (Yin, 2014). In this study, this refers to the complex and 

dynamic interplay between social systems that inform the trajectory of how people with IDs 

reach life’s end (Tuffrey-Wijne & McLaughlin, 2015). 

The study employed qualitative methods to retrospectively explore the illness trajectory 

within the last year of life for adults with IDs in community residences operated by one provider 

agency in New Jersey. Qualitative methods were selected for their utility in exploring 

phenomenon that has not been previously and/or thoroughly researched (Corbin & Strauss, 2015; 

Patton, 2015). In this study, this applies to the relatively new phenomenon of Americans with 
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IDs living to advanced age in community residences with serious illness diagnoses and terminal 

prognoses (Hahn et al., 2015). 

The unit of analysis, or the “case”, is defined as a deceased individual with IDs 

(“decedent”) who resided in a community residence operated by the provider agency within the 

last 10 years (2007-2017). To retrospectively reconstruct up to the last year of life of these 

individuals, three phases of sequential data collection were used: (Phase I) a review of all 

retained records for the deceased individuals; (Phase II) semi-structured interviews with 

consenting agency staff; and (Phase III) semi-structured interviews with consenting surrogates 

(e.g. family, appointed guardians, caregivers). Data was collected from multiple sources to 

support analytical triangulation to minimize the limitations of retrospective recall and the biases 

of any specific data source (Charmaz, 2014; Yin, 2014). 

Methodology 

Setting. Everas Community Services, Inc. (Everas) – formerly the New Jersey 

Association for the Deaf-Blind, Inc. – is a 501(c)3 nonprofit organization that provides services 

to people with various disabilities and other specialized needs in New Jersey. Everas was 

formed in the 1960s by a group of parent-advocates whose children experienced congenital 

rubella syndrome (CRS). CRS impacted approximately 20,000 children who were born with 

varying degrees of deafness, blindness, physical disabilities, and intellectual disabilities (Centers 

for Disease Control & Prevention [CDC], 2014). Seeking an alternative to institutional care for 

these children, the agency was incorporated in 1978 and began receiving funding from the state 

of New Jersey to provide community-based daily living support to people with deaf-blindness. 

Today, the agency has used the knowledge gained from supporting this low-incidence, high-

intensity population to expand beyond sensory impairments. The present-day mission of Everas 
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is to provide innovative services that support independence and community inclusion for people 

across a broad spectrum of ability and specialized need. Their core values are: care, quality, and 

respect. 

Everas offers statewide services and operates facilities within nine (of 21) counties in 

New Jersey. Their services include family support services, case management and support 

coordination, employment services, and residential services.  Everas currently operate 24 group 

homes, which provide 24-hour support, on-site supervision, and independence skill building in 

accordance with adaptable service plans. There are 111 individuals with intellectual and 

developmental disabilities, cerebral palsy, autism, behavioral health needs, communication 

impairments, complex medical support needs, deaf-blindness, hearing impairments, and/or vision 

impairments currently living in these community residences.  Most of the individuals they 

support – because the agency exclusively provides residential services in the form of group 

homes – have moderate to severe disabilities that make them eligible for this level of care. 

Subsequent the severity of these impairments, most individuals lack capacity and have been 

appointed a surrogate decision-maker (i.e. a family member, otherwise interested party, or a state 

guardian). 

Everas operates under the auspices of a Board of Directors comprised of disability 

professionals, community members, and parent-advocates. The agency’s executive leadership 

consists of a President (MSW), Executive Director (BA), and Associate Executive Director 

(MS). The agency’s professional staff includes a quality assurance and training team, a 

management team, and human resources. The community residence staff consists of direct care 

professionals (frontline workers, group home managers, and program managers), as well as 
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clinical staff members including a Master’s level social worker (MSW), a board-certified 

behaviorist (BCBA), and a registered nurse (RN). 

Everas was selected purposively as the setting for this study due to its capacity to 

facilitate access to information-rich cases for study (Patton, 2015). Everas represents New 

Jersey’s geographic and demographic diversity due to its operations statewide. The agency’s 

tenure – spanning over 50 years – has resulted in a growing population of people with IDs who 

are aging in place often with serious illness diagnoses and terminal prognoses thus exponentially 

increasing the likelihood of cases meeting the inclusion criteria for this study. Further, the 

agency has retained records for those who have died within the last 10 years in accordance with 

retention policies established by the New Jersey Division of Developmental Disabilities (NJ-

DDD, 2004), which assured the presences of the records necessary for Phase I of the study. 

Additionally, it has been well-documented that research with and about people with IDs 

has been fraught with methodological challenges, including – of primacy – barriers to access 

(see: Savage et al., 2015; Swaine, Parish, Luken, & Atkins, 2011). In the past, people with 

disabilities have been subject to mistreatment and abuses by members of the research 

community, which has led to an understandable reluctance of surrogates and people with IDs to 

consent to and participate in research (AAIDD, 2010; Freedman, 1998). National organizations, 

such as a joint statement by AAIDD and The ARC (2010), have issued guidance to researchers 

and participants to ensure ethical practices. Yet, entrée to agencies remains challenging and trust 

between the principal investigator and key informants is often a prerequisite (Patton, 2015; 

Savage et al., 2015). 

The principal investigator was employed full-time by Everas from 2007-2009 and then 

again for the duration of 2010. An informal relationship with the agency – in which the principal 
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investigator occasionally functioned as a consultant and served on agency committees – 

remained intermittent through 2014. Beginning in 2015, the principal investigator began 

approaching agencies (n=6) both within and outside Western New York to discuss opportunities 

to collaborate on research projects; Everas was one of two agencies to agree to a meeting in the 

winter of 2016-2017. Both agency “gatekeepers” verbally consented to future collaborations at 

these meetings; however, the gatekeeper for the other agency experienced a medical emergency 

that required an extended leave of absence during the period in which the study design was being 

proposed and finalized (Patton, 2015). Ultimately, Everas was purposively selected as the sole 

setting for this study due to its gatekeepers’ – now inclusive of the entire executive leadership 

team – expressed willingness to partner and grant access to the records and participants 

necessary to carry out the study. 

Phase I: Record Review. Extant documents (i.e. those elicited materials whose 

construction is not influenced by the researcher; Charmaz, 2014) or archival records as they are 

frequently referred to in case study research (Yin, 2014) were reviewed during Phase I of the 

study. Phase I was conducted on-site at Everas during normal business hours over four days in 

the summer of 2017; the principal investigator also conducted a one-day, follow-up record 

review in the winter of 2017 following two additional deaths. The exact days and times of these 

on-site visits was coordinated in advance by the principal investigator with deference to the 

Executive Director and Associate Executive Director’s availability to facilitate access and 

provide supervision. 

Sample. Phase I included a review of retained records from the last year of life for all 

individuals with IDs who died within the last 10 years and were receiving services from Everas 

at the time of their death. As previously noted, Everas provides community residences 
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exclusively in the form of group homes and thereby tends to support individuals with moderate 

to severe disabilities due to the qualification standards for this form of 24-hour supervised care. 

Individuals supported by Everas, therefore, have incidences of moderate to severe intellectual 

disabilities at rates higher than those found in the broader ID population (~15%); as a result, the 

sample that was drawn from this setting was similarly biased (Maulik et al., 2011). However, 

this subpopulation has been frequently cited as underrepresented in available literature; thus, the 

overrepresentation of people with more severe ID diagnoses offers an important contribution to 

the existing body of research (Kirkendall et al., 2016). 

The New Jersey Division of Developmental Disabilities defines “client records” as 

including: eligibility determinations and supporting documents; application for services; medical 

examinations and reports – including medication administration records and prescriptions; 

evaluation reports and/or Comprehensive Functional Assessments (CFAs); Individualized 

Services Plans (also referred to as: Individual Habilitation Plans [IHP], Individualize Family 

Service Plans, Individual Education Plans, Essential Lifestyle Plans; Self Determination Plans); 

progress notes and internal communication; communication to or from parents or legal 

guardians; legal guardianship documents; and individual financial records. For the purposes of 

Phase I of the study, a case included all retained records pertaining to the last year of life for one 

deceased individual who was receiving residential services from Everas at the time of their 

death. 

Inclusion criteria. The Assistant Commissioner for the New Jersey Division of 

Developmental Disabilities issues Division Circulars that establish policies for providers, such as 

Everas.  Division Circular #11, “Records, Retention, and Destruction”, issued on July 1, 2004 

states, “All client records shall be maintained for at least 10 years after the death or most recent 
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discharge of the person…” (pp. 2-3). According to the Everas Central Filing Residential 

Document Retention policy, the following client records are kept forever: attendance, 

communication logs, New Jersey Division of Developmental Disabilities reports/family updates, 

financial records, fire drills, house meetings [minutes], IHPs and assessments, important 

correspondence, incident reports, intakes and referrals, medical records and tracking, 

prescriptions, and sleep charts. 

These external and internal policies established the inclusion criteria for Phase I, as all 

records for adults with IDs who: 

a) Were receiving services from Everas at the time of their death; 

b) Died within the last 10 years, 2007 – 2017; 

This criterion was designed to be intentionally inclusive of accidents and injuries, in which death 

may not have followed a prolonged period of serious illness. Although the focus of the study 

relates to deaths from non-acute events, the principal investigator elected not to exclude these 

cases a priori due to the contrasting data they might offer to enhance the depth of the analysis 

(Yin, 2014). 

Prior research that has explored the illness trajectory – specifically its intersection with 

disability – limited the scope of this research to the last year of life (Gill et al., 2010). 

Additionally, services for people with IDs – as determined by policies and procedures 

established by the New Jersey Department of Developmental Disabilities and articulated in 

individualized services plans – are reviewed and renewed by an interdisciplinary team (IDT) at a 

minimum annually. Therefore, the study was similarly bounded by an additional inclusion 

criterion. The review included all records: 

c) For a time period up to one year before the date of death. 
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Sample size. Everas estimated at the time of the study’s conceptualization that 

approximately 10 cases fit the inclusion criteria. Following a preliminary screening of the 

agency’s retained record at the start of the study period, it was determined that only six cases met 

the inclusion criteria. However, two additional Everas clients died over the course of the study 

period. After reviewing the inclusion criteria and the study’s data use agreement (see: 

Confidentiality section), Everas and the principal investigator in consultation with her committee 

chair agreed that these cases were appropriate for inclusion thus increasing the final sample size 

to n=8. The Executive Director and Associate Executive Director coordinator the principal 

investigators’ access to all decedent records regardless of form, including granting access to 

filing cabinets and pre-sorted paper records to furnishing a laptop with a unique username and 

passcode that had secured access to the decedents’ electronic records and documents. 

In 2012, Everas began a multi-year transition from paper-based records to an electronic 

record system. Three (n=3) cases were exclusively in paper form and ranged in size from two file 

folders to two banker boxes; two (n=2) cases were exclusively electronic and three (n=3) 

included both paper (averaging one banker box each) and electronic records. All cases included 

at minimum the following documents: financial records; individual service plans and 

assessments – including interdisciplinary team meeting minutes; important correspondences; and 

medical records and tracking. Additionally, the following records were retained in some of the 

cases: Everas discharge summaries, incident reports, prescriptions and medication administration 

records, dietary guidelines and weight charts, communication logs, monthly New Jersey Division 

of Developmental Disabilities reports/family updates, intakes and referrals, and daily tracking 

sheets (for: attendance, IHP goals, behavior incidents). Specific to the focus of this study, 
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Everas also retained in some cases: staff-to-staff communication logs during client 

hospitalizations, hospice admission packets, death certificates, funeral invoices, and obituaries. 

Yin (2014) asserts that multiple-case study designs are guided by replication logic not 

sampling logic. Similar to the logic employed in multiple experiments, each case is selected for 

its capacity to predict either similar (literal replication) or contrasting results (theoretical 

replication). Yin (2014) states: 

The ability to conduct 6 to 10 case studies, arranged effectively within a multiple-case 
design, is analogous to the ability to conduct 6 to 10 experiments on related topics; a few 
cases (2 or 3) would be literal replications, whereas a few other cases (4 to 6) might be 
designed to pursue two different patterns of theoretical replications. If all the cases turn 
out as predicted, these 6 to 10 cases, in the aggregate, would have provided compelling 
support for the initial set of propositions (p. 187). 

Therefore, the achieved sample size was determined to be sufficiently robust for a multiple-case 

study that sought to explicate patterns in the illness trajectory and differential experiences of 

people with IDs near life’s end. 

Confidentiality. All records were reviewed on-site by the principal investigator in a 

private room at Everas under the supervision of either the Executive Director or the Associate 

Executive Director. No records were copied or removed from the site. All data collected during 

the record review, including field notes and the instrument described in the following section, 

were de-identified and stored in a lock-box during transportation by the principal investigator 

between Everas and the Buffalo Center for Social Research (BCSR, University at Buffalo, 

Parker Hall). At the BCSR, the data was stored in a locked drawer in a locked office for the 

duration of the study period and requisite retention period; at the end of this period, all data will 

be destroyed and a record of the destruction (including date and method) will be maintained by 

the principal investigator. 
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Additionally, the privacy and confidentiality of the decedents – and those involved in 

their care – was protected. The instrument described in the following section was de-identified 

and marked with a letter-number code (e.g. CL-1). Demographic data is reported in aggregate; 

and, specific details and/or combinations of details that could make identities known have been 

changed, redacted, or otherwise withheld in the reporting of results (Yin, 2014). 

According to the Everas Policy and Procedure Manual on HIPAA Regulations (2017): 

Research, “…An authorization must be obtained unless one of the following exceptions is met: 

(a) a research study uses only protected health information (PHI) of deceased individuals…” (pp. 

46-7). Similarly, the United States Department of Health and Human Services (US-DHHS, 

2003) notes, “HIPAA allows for research-related access to individuals’ identifiable health data 

without authorization under certain circumstances … (3) Only deceased individual’s information 

is used …” (p. 8). 

The principal investigator also received verbal confirmation from Chris Marks, Director 

of the Social and Behavioral Research Support Program at the University at Buffalo, that 

research on decedents – according to HIPAA §164.512(i)(1)(iii) – only requires approval from 

the covered entity and does not require IRB approval. In this study, the covered entity is Everas 

and approval was documented using a data use agreement per the agency’s policies and 

procedures. The principal investigator also completed the Request to Access Protected Health 

Information Required to Perform Research on Decedents and provided an electronic copy to 

Everas at the start of the study period. 

Instrumentation. A researcher-developed record review instrument (Appendix A) was 

used to collect data for the purposes of document analysis. A draft of the instrument was shared 

with Everas’s executive leadership team who were familiar both with the retained records and 
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the study. The principal investigator reviewed their feedback and integrated it into the final 

instrument prior to data collection. 

The final instrument includes demographic information for the decedent, including: age 

(at death), gender, race/ethnicity, educational level, marital status, residence, disability, and 

guardianship appointment. Researchers who study end-of-life care for the general population and 

people with IDs have collected similar demographic data, as these variables and the unique ways 

in which these variables interact have been associated with differential experiences in care at 

life’s end (IOM, 2014; Savage et al., 2015). Information regarding the illness trajectory, as 

operationalized by the variables of diagnosis/prognosis, symptoms, and medical care 

documented within the last year of life, was also collected. These variables were selected for 

inclusion based upon their established utility in the development of models and frameworks 

explicating the trajectory of specific diseases and chronic conditions (Corbin,1998; Gill et al., 

2010). Information regarding advance directives and medical orders was collected as part of the 

researcher-developed instrument. The limited available research suggests that individuals with 

IDs have advance directives at rates much lower than those found in the general population 

(Lohiya, Tan-Figueroa, & Kohler, 2002; van Thiel, van Delden, de Haan, & Huibers, 1997); 

however, there are some emergent findings that suggest this trend is may be changing 

(McGinley, Waldrop, & Clemency, 2017). Variables pertaining to advance directives were, 

therefore, included for the contribution these findings might make to the extant literature and 

also because their presence could inform decisions and care that impact both the illness trajectory 

and experiences of people with IDs at life’s end (IOM, 2014; Kirkendall et al., 2016; Tuffrey-

Wijne & McLaughlin, 2015). 
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Additionally, field notes were hand-written in a field diary during the on-site record 

review; the field diary was stored in a lock-box during transportation between sites. All field 

notes were dated, linked with the researcher-assigned case number for the client record when 

applicable, and given a classification based upon the topic of the note (e.g. Advance Directives) 

(Yin, 2014). These field notes facilitated the principal investigator’s ability to document data 

relevant to the study aims but not otherwise collected in the instrument described above. Field 

notes were also used to collect pertinent reflections as they related to the quality of the records 

under review, including the depth and breadth of the records (e.g. length of and degree of detail 

in daily progress notes) and preliminary observations regarding the reliability of the data 

contained within them (Yin, 2014; Charmaz, 2014). At the end of each on-site period, the 

principal investigator debriefed with either the Executive Director or the Associate Executive 

Director and documented these conversation in a dated field note. Lastly, field notes 

documented periodic self-reflections, early analytical conceptualizations, and significant insights 

throughout data collection and analysis (Corbin & Strauss, 2015; Patton, 2015). 

Phase II: In-depth Interviews with Staff. Shorter case study interviews (i.e. focused 

interviews using semi-structured interview guides and lasting approximately one hour or less to 

corroborate findings and/or capture the perceptions of the interviewee) with Everas staff 

members were conducted during Phase II of this study (Corbin & Strauss, 2015; Yin, 2014). 

Phase II was completed over six months during fall 2017 and winter 2018. 

Sample. Phase II included in-depth interviews with consenting staff members who were 

directly involved or indirectly involved but knowledgeable about the cases reviewed during 

Phase I; specifically, these interviews involved staff members who were responsible for the 

direct care and/or oversight of services to people with IDs who died within the last 10 years 
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while receiving services from Everas. As previously noted, Everas employs direct care staff, 

clinical staff, professional staff, and an executive leadership team; Everas only employs adults 

who are 18 years or older in these positions.  Direct care staff members – consisting of frontline 

staff, group home managers, and program managers – assure 24-hour support, supervision, and 

skill building opportunities to the 111 individuals residing in the agency’s 24 group homes. 

Clinical staff members help these efforts by overseeing service plan development and 

implementation, including health and wellness, safety, and support in the least restrictive 

environment. The frontline staff members typically work shifts from 3pm-11pm, 11pm-7am, 

7am-9am (weekdays), or 7am-3pm (weekends); however, these hours are subject to vary 

dependent upon the structure of the group homes’ staffing and the needs of the individuals who 

reside there. The managers and clinical staff members work a flexible full-time schedule that 

typically varies significantly from week-to-week dependent upon their administrative 

responsibilities and program needs. Professional staff members and the executive leadership 

team typically work during normal business hours, Monday to Friday from 9am to 5pm, with 

some individual variability due to personal and professional obligations. 

Frontline staff members are typically hired to work in a particular group home and were 

thereby most familiar with cases from their assigned group home that fell within their associated 

dates of employment. However, staffing shortages and geographic locality resulted in many of 

these staff being indirectly familiar with cases across multiple group homes. Managers and 

clinical staff members work across all group homes in accordance with the organizational 

structure of Everas; therefore, they were generally familiar with all of the cases that transpired 

during their associated dates of employment although there was some variability in the degree of 

familiarity due to competing demands and obligations of their associated position. The executive 
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leadership team – due to an established reporting system (both internally through an on-call 

system and to the state’s Unusual Incident Reporting system), regular meeting/supervision 

schedule, open communication style, and locality of their offices to each other – reported being 

involved in all significant programmatic decisions, particularly in cases of people with IDs who 

were experiencing a serious illness and imminently dying. Each member of the executive 

leadership team has been employed by the agency for at least 20 years; in fact, the least senior 

member of the team has been employed by the agency since 1996 (22 years). 

Inclusion criteria. The inclusion criteria of Phase I established the constraints for a case; 

specifically, it identified all individuals with IDs who had died within the last 10 years and were 

receiving services from Everas at the time of their death. Phase II, building upon these criteria, 

included staff members who were: 

a) Employed (full-time, part-time, per diem) or contracted by Everas between 2007-2017; 

and 

b) Were directly or indirectly involved in the cases identified in Phase I, whereby directly 

applies to direct care staff members or managers who were employed or contracted to 

work in the group home where the deceased individual resided and indirectly applies to 

any members of the professional staff, clinical staff, or executive leadership teams who 

were employed or contracted by the agency between 2007-2017. 

Any current or former employees of Everas who met these inclusion criteria were eligible for 

participation in the study. 

Recruitment. In accordance with the study’s data use agreement, Everas provided the 

principal investigator with an encrypted list of the names and contact information (email and/or 

mailing address) for all current or former staff (n=20) who were identified by Everas or through 
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snowball sampling techniques to fit the inclusion criteria for the study.  This list was retained on 

the secure r-drive at the University at Buffalo for the duration of the recruitment period and 

promptly deleted thereafter. The principal investigator disseminated an email and/or letter on 

joint letterhead from Everas and the University at Buffalo inviting eligible staff to participate in 

Phase II of the study. The email and letters were accompanied with an information sheet that 

describes the voluntary and confidential nature of the study; the letter was also accompanied with 

a response sheet and a self-addressed stamped envelope. 

Although there were some exceptions, the principal investigator had been advised by key 

informants that the agency experiences staff turnover rates at least equal to state-wide averages 

and the study period was marked by particularly high levels of staffing vacancies (Braddock et 

al., 2015; Patton, 2015). Therefore, the likelihood that the agency continued to employ eligible 

staff members appeared to diminish in relation to the length of time since the persons with IDs 

had died. To overcome this barrier and the bias it introduced to the study, the agency agreed to 

provide the last known contact information for staff that were no longer employed by the agency 

but who otherwise meet the inclusion criteria for Phase II of the study. Recruitment of these 

participants followed the same procedures as those used for current staff. 

It is also of note that the direct care community in New Jersey has been observed by the 

principal investigator to be relatively small; similar to findings from other research studies, staff 

are transient in that they move from agency to agency and often overlap in their tenure 

(Braddock et al., 2015; McLaughlin & Sedlezky, 2015). Therefore, snowball sampling 

techniques (another form of purposeful sampling also known as chain referral sampling) were 

employed by asking staff interviewed during Phase II to identify any other individuals who fit 

the inclusion criteria for the study and to provide the last known contact information for these 
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individuals (Biernacki & Waldorf, 1981). Again, recruitment of these participants proceeded as 

described above. 

The first wave of recruitment of current and former employees began in November 2017 

culminated with three staff who met the inclusion criteria agreeing to an interview. The email 

and letters were resent in January 2018 and included specific dates in which the principal 

investigator would be available for on-site interviews; this second wave of recruitment resulted 

in five eligible staff agreeing to an interview and one former staff requesting to be removed from 

the mailing list. Simultaneously, the principal investigator coordinated with the Associate 

Executive Director to post and disseminate study flyers in the Main Office and at group homes 

that had experienced a client death within the last 10 years. One current staff reported learning 

of the study through these efforts and agreed to participate in an interview. In January 2018, the 

principal investigator also attended Managers’ Forum (i.e. a convening of all group home 

managers, residential coordinators, and members of the executive leadership team) at the Everas 

Main Office to provide information about the study, disseminate flyers for posting in the 

managers’ respective programs, and schedule interviews. 

Sample Size. The purpose of Phase II was to corroborate findings from Phase I and 

explicate the illness trajectories and differential end-of-life experiences of people with IDs as 

perceived by Everas staff members (Yin, 2014). Overall, the study had a 50% response rate. Of 

the 20 current and former staff members identified as meeting the inclusion criteria, 10 

responded to the recruitment email/letter and ultimately nine current and former staff agreed to 

participate in an interview. The sample represented the diversity of the organization structure; 

three direct care staff members, two clinical staff members, two professional staff members, and 

two members of the executive leadership team participated in interviews. The sample consisted 
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predominantly (78%) of current employees, but two former employees also agreed to an 

interview. 

During the interviews, current and former staff members were invited to first recall the 

cases they were most imminently familiar with either because of the recency or primacy. After 

responding to closed and open-ended questions specific to this case, they were invited to recall 

additional cases.  Each case had at minimum two associated staff interview (Range = 2-5; Mean 

= 3.65). Table 1 further illustrates the sample size specific to each case. 
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Table 1 Staff Perspectives by Case 

Case Staff Interviews 
CL-1 N=3 (4) 

CL-2 N=2 (3) 

CL-3 N=5 (10) 

CL-4 N=5 (7) 

CL-5 N=3 (3) 

CL-6 N=4 (4) 

CL-7 N=4 (7) 

CL-8 N=3 (6) 

Associated Staff Positions 
Direct Care Staff, n=2 (2) 

Clinical Staff, n=0 (0) 
Professional Staff, n=1 (1) 

Executive Leadership, n=0 (1) 
Direct Care Staff, n=1 (1) 

Clinical Staff, n=1 (1) 
Professional Staff, n=0 (0) 

Executive Leadership, n=0 (1) 
Direct Care Staff, n=1 (5) 

Clinical Staff, n=1 (1) 
Professional Staff, n=2 (3) 

Executive Leadership, n=1 (1) 
Direct Care Staff, n=1 (2) 

Clinical Staff, n=1 (1) 
Professional Staff, n=2 (2) 

Executive Leadership, n=1 (2) 
Direct Care Staff, n=1 (1) 

Clinical Staff, n=1 (1) 
Professional Staff, n=0 (0) 

Executive Leadership, n=1 (1) 
Direct Care Staff, n=2 (2) 

Clinical Staff, n=1 (1) 
Professional Staff, n=0 (0) 

Executive Leadership, n=1 (1) 
Direct Care Staff, n=2 (4) 

Clinical Staff, n=1 (2) 
Professional Staff, n=1 (1) 

Executive Leadership, n=0 (0) 
Direct Care Staff, n=2 (4) 

Clinical Staff, n=1 (2) 
Professional Staff, n=0 (0) 

Executive Leadership, n=0 (0) 

Table 1. Staff Perspectives by Case. This table illustrates the number of staff perspectives represented in each case, 
including the various professional types represented. Although the overall study sample size was n=9, staff were 
given the opportunity to recall multiple cases during the semi-structured interviews. The numbers in parentheses 
represent the total number of current and former employees who met the inclusion criteria and were recruited to 
participate in a semi-structure interview regarding that particular case. 

The sample size represented in Phase II of this study is consistent with published research 

within this substantive area. A retrospective multiple-case study undertaken by Bekkema and 

colleagues (2014) exploring the concept of autonomy in end-of-life decision-making for people 

with IDs included n=2-4 staff interviews per case, which were corroborated with relatives’ 

interviews. More recently, a collective case study was published in the Journal of Applied 

Research in Intellectual Disabilities; this study integrated individual case stories (n=6) for the 
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purposes of cross-case synthesis. In this study, a case involved data derived from two sources: 

(1) interviews with a parentally-bereaved person and (2) interviews with one direct care staff 

member who supported the person in bereavement (Irwin, O'Malley, Neelofur, & Guerin, 2017). 

Protection of human subjects. This portion of the study was approved by the University 

at Buffalo Institutional Review Board (STUDY00001927). There were several considerations 

related to the protection of human participants in Phase II of this study. First, the principal 

investigator protected the privacy and confidentiality of those recruited for participation in the 

study by procuring the contact list via encrypted email and storing it on the secure r-drive at the 

University at Buffalo. The contact list was maintained on the r-drive for the duration of the 

recruitment period and promptly deleted thereafter. 

Additionally, the privacy and confidentiality of those staff who consented to an interview 

was protected. The interview instrument described in the following section was de-identified and 

marked with a letter-number code (e.g. ST-1). All printed materials from these interviews were 

stored in a lock-box, which remained in the possession of the principal investigator at all times 

during transportation from Everas to BCSR. Once at BCSR, all materials were stored in a locked 

cabinet in a locked office for analysis and retention. Interviews were audio recorded and 

transcribed with consent; all recordings were downloaded to the secure r-drive at the University 

at Buffalo immediately following the interview and deleted from the recording device. Audio 

recordings were deleted from the r-drive immediately after they were transcribed and checked; 

the principal investigator hired a professional transcriptionist who did not record any names in 

accordance with a signed statement of confidentiality. Demographic data of participants is 

reported here and elsewhere in aggregate; and, specific details and/or combinations of details that 
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could make identities known have be changed, redacted, or otherwise withheld in the reporting 

of all results (Yin, 2014). 

Because Phase II of the study recruited in a place of employment that had the capacity to 

impose influence, extra precautions were taken to minimize risk. Staff were informed of the 

confidential and voluntary nature of the study in writing during the recruitment period, verbally 

when contacted to schedule an interview, and then verbally and in writing during the informed 

consent process at the start of each interview. Staff could, at any point, decline to participate in 

the study. Additionally, the principal investigator conducted periodic “check-ins” with staff to 

assure the interview was not causing distress and affirming that they could pause or terminate the 

interview at any time. For those interviews conducted on-site at the agency (n=1), a private 

room was used. Although anonymity in this context could not be guaranteed, the content of this 

interview was kept confidential between the principal investigator and the participant. For those 

who preferred anonymity (n=1), off-site interviews were conducted at a date/time and location of 

their choice. For staff who preferred a telephone interview (n=7), the principal investigator 

assumed responsibility for securing a private location for herself (such as a private office at 

BCSR) to conduct the interview and record it via speakerphone. 

Everas agreed to allow staff, when it did not disrupt or disturb client services, to use paid 

work time for their interviews. Staff who elected to be interviewed during non-working hours 

received a $10 gift card to a local coffee shop in appreciation. To reduce the risk for undue 

influence, no member of the Everas staff, including the executive leadership team, had access to 

the collected data or which staff members have participated in the study; findings were reported 

back to the agency only in aggregate form. 
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Instrumentation. A semi-structured interview guide (Appendix B) was used during 

Phase II. This guide consisted of open and closed-ended questions, which were researcher-

developed and adapted from the Quality of Death and Dying (QODD) Healthcare Professional 

After-Death instrument. The interview guide was shared with the executive leadership at Everas 

who do, themselves, fit the inclusion criteria and were familiar with the scope of the study; their 

feedback was reviewed and integrated into a final instrument by the principal investigator before 

submission to the University at Buffalo Institutional Review Board. 

Several pertinent demographic characteristics of the staff members were collected, 

including: age, gender, race/ethnicity; and educational level. Additionally, information in regards 

to their role at the agency (i.e. title and setting); length of employment (i.e. within the agency & 

within the field); and prior experiences (i.e. with serious illness and end-of-life care) were 

collected. These characteristics within caregiver, broadly defined to include paid and unpaid, 

have been identified by the Institute of Medicine (2014) to exert influence over how people may 

perceive and experience the end of life for those they indirectly or directly provide care for. 

The interview guide also included researcher-developed, open-ended questions regarding 

staff members’ perception of and experiences with the illness trajectory and end-of-life of a 

deceased client. The purpose interviews with the staff members was to gain insights into their 

perceptions; ultimately, their combined reports coupled with surrogate interviews were used to 

corroborate and contradict findings obtained during the Phase I: Record Review (Yin, 2014). In 

an effort to limit the bias that could be introduced by the principal investigator who is 

knowledgeable of the content of the record review, the open-ended questions were intentionally 

designed to be broad in scope and focus on the experiences and perceptions of the staff person, 
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as opposed to specific details of any particular case. As a specific example of this, staff were 

given the responsibility of identifying case(s) for discussion. 

The discussion of each case culminated with the administration of extracted portions of 

the Quality of Dying and Death questionnaire (Downey, Curtis, Lafferty, Herting, & Engelberg, 

2010). The measure, which exists in several versions, has been used to assess the perceived 

quality of dying and death retrospectively among healthcare providers (most frequently with 

nurses and other professionals in ICU settings) and significant others (e.g. families, friends, 

loved ones). The research team responsible for the QODD report that it has been “studied in 

4,000 deaths in multiple settings, regions, and countries and gained some prominence as a 

leading outcome measure in end-of-life care” (Curtis, Downey, & Engelberg, 2013). The 

authors offer caution that the instrument has yet to achieve a satisfactory fit for a unidimensional 

domain structure (i.e. end-of-life experience), but it does perform well in four correlated 

domains: symptom control, preparation, connectedness, and transcendence (Downey et al., 

2010). After review of alternative measures, it was determined that the QODD was well-suited 

for use in this study in spite of its methodological limitations. The QODD, when compared to 

alterative measures, was a peer-reviewed tool that was well-established within the end-of-life 

research and practice literature; was appropriate for retrospective use with the sample; and 

offered a “significant other” version that was useful for comparative purposes with data collected 

in Phase III (Yin, 2014). 

Phase III: In-depth Interviews with Surrogate Shorter case study interviews (i.e. 

focused interviews using semi-structured interview guides and lasting approximately one hour or 

less to corroborate findings and/or capture the perceptions of the interviewee) with surrogates 

(e.g. family, friends, state-appointed guardians) were conducted during Phase III of the study 
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(Corbin & Strauss, 2015; Yin, 2014). Phase III lasted for approximately four months during 

winter and spring 2018. 

Sample. Phase III included in-depth interviews with consenting surrogates who were 

directly involved in decision-making or indirectly involved but knowledgeable about the cases 

reviewed during Phase I of the study, including family, friends, advocates, and/or appointed 

guardians. 

In the state of New Jersey, all individuals regardless of disability reach the age of 

majority at 18 years old. However, the New Jersey Division of Developmental Disabilities 

assumes responsibility for clinically assessing capacity and the need for guardianship for all 

individuals with IDs receiving services either upon entry to the service system or shortly before 

the 18th birthday. When it is determined that guardianship is warranted, a relative or other 

interested party may privately pursue a guardianship appointment or the New Jersey Division of 

Developmental Disabilities can facilitate a court action to appoint a guardian who is either (in 

order of preference) a family member, an interested party, or a guardian from the Bureau of 

Guardianship Services. Guardianship can assume two forms: plenary for individuals who cannot 

make or express any decisions or limited for individuals who can make and express some, but 

not all, decisions. Guardianship can be for the person and/or property; the latter is associated 

with financial obligations. Guardianship is assessed annually as part of the Individualized 

Habilitation Plan process (NJ-DHS, 2009). 

In this study, all cases involved an individual who had an appointed guardian at the time 

of their death. These guardians represented diverse relationship with the deceased, including: 

parent (n=3), extended family member (n=1), and appointed guardian (n=4). These guardians, 

both in terms of their relationship to the deceased and across demographic features, did not vary 
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significantly from those found in the broader population of surrogates to people with IDs, 

including a preponderance of older adult parents assuming this appointment (Braddock et al., 

2015; King & Craig, 2004). As a result, two guardians had died in the time since the death of 

their loved ones with IDs and the present study. In these instances, Everas provided the contact 

information for the next of kin or an otherwise knowledgeable family, friend, or advocate. 

Inclusion criteria. The inclusion criteria of Phase I established the constraints for a case; 

specifically, it identified all people with IDs who had died within the last 10 years and were 

receiving services from Everas at the time of their death. Phase III, building upon these criteria, 

included surrogates who were: 

a) A family member, friend, and/or appointed guardian; and 

b) Were directly or indirectly involved and/or knowledgeable about the cases identified in 

Phase I, whereby directly applies to surrogates who served as appointed guardians; 

indirectly applies to family, friend, and/or advocate who were not an appointed guardian 

but were involved in decision making within the deceased person’s last year of life; and 

knowledgeable applies to family, friend, and/or advocate who were aware of the deceased 

person’s and/or the surrogate’s experiences within the last year of life. 

The inclusion criteria were intentionally broad to allow for the greatest number of 

knowledgeable surrogates to participate in the study. 

Recruitment. In accordance with the study’s data use agreement, Everas provided the 

principal investigator with an encrypted list of the names and mailing addresses for all surrogates 

who were identified to fit the inclusion criteria for the study. This list was retained on the secure 

r-drive at the University at Buffalo for the duration of the recruitment period and promptly 

deleted thereafter. The principal investigator disseminated a letter in January 2018 on joint 
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letterhead from Everas and the University at Buffalo inviting eligible surrogates to participate in 

Phase III of the study; the letter was resent in March 2018 due to a low response rate. The letters 

were accompanied with an information sheet that described the voluntary and confidential nature 

of the study; the letter was also accompanied with a response sheet and a self-addressed stamped 

envelope. 

While serving as a research assistant for another study with bereaved caregivers (i.e. 

surrogates), participants would often suggest that a friend or relative who was familiar with the 

case also be recruited. Therefore, snowball sampling techniques were employed in Phase III of 

this study by asking surrogates to identify any other individuals who fit the inclusion criteria for 

the study and inviting them to provide the last-known contact information (email and/or mailing 

address) (Biernacki & Waldorf, 1981). Recruitment of these participants proceeded as described 

above. 

Sample size. The purpose of Phase III was to corroborate findings from Phase I and 

explicate the illness trajectory and differential end-of-life experiences of people with IDs as 

perceived by surrogates (Yin, 2014). Unfortunately, recruitment for Phase III was particularly 

challenging. Sixteen surrogates were identified as fitting the inclusion criteria for this study. 

However, two were determined to be deceased and thus were not included in the recruitment 

pool. Five additional participants could not be contacted via mail, as their initial recruitment 

packet as returned to sender without forwarding address. Of the remaining nine eligible 

surrogates, only one returned the response sheet, was positively screened for eligibility, and 

consented to an interview. Two additional surrogates contacted the principal investigator but 

were not interviewed; one surrogate declined participation due to a 15-year estrangement from 

the sibling with ID and another consented to an interview but was unresponsive at the time of the 
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scheduled telephone call. The response rate for Phase III of the study was 33%; the participation 

rate was 11%. 

The previously referenced retrospective multiple-case study undertaken by Bekkema and 

colleagues (2014) exploring the concept of autonomy in end-of-life decision-making for people 

with IDs included n=1-2 surrogates per case, which were corroborated with professional 

caregiver (i.e. staff) interviews. Although this sample size per case is an ideal standard, their 

findings were derived from only two sources of data (staff interviews and relative interviews). 

This study triangulated decedents records and staff interviews with the surrogate’s perspective; 

and in spite of very small sample size, the interview conducted in Phase III yielded some 

important data that will be discussed in Chapter IV (Yin, 2014). 

Protection of human subjects. This portion of the study was approved by the University 

at Buffalo Institutional Review Board (STUDY00002138). There were several considerations 

related to the protection of human participants in Phase III of the study. First, the principal 

investigator protected the privacy and confidentiality of those recruited for participation in the 

study by procuring the contact list via encrypted email and storing it on the secure r-drive at the 

University at Buffalo. The contact list was maintained on the r-drive for the duration of the 

recruitment period and promptly deleted thereafter. 

Additionally, the privacy and confidentiality of the surrogate who consented to an 

interview was protected. The instrument described in the following section was de-identified 

and marked with a letter-number code (e.g. SU-1). All printed materials from the interview 

were stored in a locked cabinet in a locked office at BCSR for analysis and retention. The 

interview was audio recorded and transcribed with consent; all recordings were downloaded to 

the secure r-drive at the University at Buffalo immediately following the interview and deleted 
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from the recording device. Audio recordings were deleted from the r-drive immediately after 

they were transcribed and checked; the principal investigator hired a professional transcriptionist 

who did not record any names in accordance with a signed statement of confidentiality. Specific 

details and/or combinations of details that could make the surrogate’s identity known have be 

changed, redacted, or otherwise withheld in the reporting of all results (Yin, 2014). 

The surrogate was informed of the confidential and voluntary nature of the study in 

writing during the recruitment period, verbally when contacted to schedule an interview, and 

then verbally and in writing during the informed consent process at the start of the interview. 

The surrogate could, at any point, decline to participate in the study; additionally, the principal 

investigator conducted regular “check-ins” to assure the interview was not causing distress and 

affirming that participation could be paused or terminated at any point. The interview was 

conducted in the mode and at the date/time of the surrogate’s choice. In the case of a telephone 

interview, the principal investigator assumed responsibility for securing a private location for 

herself (such as a private office at BCSR) to conduct the interview and record it via 

speakerphone. The participant received a $10 gift card to a local coffee shop in appreciation. 

Instrumentation. A semi-structured interview guide (Appendix C) was used during 

Phase III. This guide consisted of open and closed-ended questions, which were both researcher-

developed and adapted from the Quality of Death and Dying (QODD) Family Member/Friend 

After-Death instrument. The instrument was pilot tested with an adult sibling surrogate of a 

deceased person with ID; feedback was reviewed and integrated into the final instrument before 

submission by the principal investigator to the University at Buffalo Institutional Review Board. 

Several pertinent demographic characteristics of the surrogate were collected, including: 

age, gender, race/ethnicity, marital status, religious preferences, and educational level. 
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Information in regards to the surrogate’s relationship to the deceased and prior experiences with 

decision-making in serious illness and end-of-life care were also collected. These characteristics 

among surrogates have previously been identified by the Institute of Medicine (2014) to exert 

influence over how people perceive the end-of-life experiences of loved ones or proxies. 

The interview guide also included researcher-developed open-ended questions regarding 

the surrogate’s perceptions of the illness trajectory and end-of-life experiences of the deceased. 

The interview culminated with the administration of extracted portions of the Quality of Dying 

and Death questionnaire (QODD; Downey et al., 2010). As noted previously, the measure has 

been validated for use in retrospective research studies with healthcare providers and 

family/friends. 

The purpose of the surrogate interview was to gain insights into their perceptions and 

corroborate or contradict findings obtained during Phase I and Phase II (Yin, 2014). However, in 

an effort to limit the bias that could have been introduced by the principal investigator who was 

knowledgeable of the content of the record review and staff interviews, the open-ended questions 

were intentionally designed to be broad in scope and the closed-ended questions were 

intentionally drawn from a standardized measure. 

Analysis 

Data entry. Demographic data and scaled measures from the record review, staff 

member interviews, and surrogate interview (Appendices A, B, C) were entered manually by the 

principal investigator into separate databases in SPSS v. 23 (Scientific Software, Armonk, New 

York) for data management and analysis.  Field notes and transcribed staff and surrogate 

interviews were entered by the principal investigator into ATLAS.ti v. 1.0.50 (Scientific 

https://ATLAS.ti
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Software, Berlin, Germany) for data management and coding. All data files were de-identified 

and stored on the secure r-drive at the University at Buffalo. 

Analyses. Univariate analyses (descriptive statistics) were used for reporting the 

frequency (count/percentage, means, range, standard deviation) of demographic characteristics of 

the deceased people with IDs, staff members, and the surrogate. The principal investigator 

visually inspected and compared the results of these analyses with population data (for the 

agency, state, nation) to assess the relative representativeness of the study sample. Univariate 

analyses were also used to calculate aggregate responses to excerpted portions of the Quality of 

Dying and Death (QODD) measures. Quantitative data is presented in Chapter IV in both 

written text and tables (UCLA, 2015; Yin, 2014). 

The qualitative data analysis process proceeded in three iterative steps, all of which were 

guided by the research questions. These steps, which are presented in the following sections, 

were identified and selected for their utility for within-case and cross-case analyses of data 

collected from a multiple-case study design (Yin, 2014). 

Data Displays. A data display is a “visual format that presents information 

systematically, so the user can draw valid conclusions and take needed action” (Miles & 

Huberman, 1994, p. 91). The first phase of analysis focused exclusively on the data derived from 

Phase I: Record Review. This phase of analysis used within-case displays to describe and 

explore the chronological progression of each case during the last year of life. 

The matrix included within the record review instrument (Appendix A) was compiled 

during the on-site review for each case and allowed for the tabulation of the frequency of certain 

events known to be common in serious illness; the eight case matrices served as the starting point 

for the analysis. In addition, supplemental data recorded on the record review instruments and in 
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field notes were coded and added to the matrices. This additional data included the frequency of 

medical testing (e.g. bloodwork) and care transitions (e.g. n=4 care transitions; transition [1] 

from the group home to [2] the emergency room to [3] the ICU to [4] in-patient hospice care) for 

each case. After all data was displayed, the data was double-entered to ensure accuracy. 

It was at this point within the analysis that the connection between events within each 

matrix were made apparent; for example, the relationship between primary care appointments, 

referrals to specialists, and medication changes were visually displayed by connecting data 

points with lines on the matrix. Networks are “a collection of ‘nodes’ or points connected by 

lines” and are particularly useful when the focus of a study involves multiple variables (Miles & 

Huberman, 1994, p. 94). The identification of these networks also illustrated triggering events 

for emergency room visits, hospitalizations, and care transitions during the last year of life. 

After Phase I: Record Review data collection ended, the principal investigator continued 

to analyze each matrix with its network displays, in addition to other coded data on the record 

review instrument and in field notes. It was during this phase that additional tabulations were 

made, such as within-case calculations of the frequency of annual and monthly healthcare, 

testing, medication changes, and care transitions. 

The analyses conducted during this phase enabled the principal investigator to draw 

tentative conclusions in regards to the first research questions; specifically, “how” adults with 

IDs experience the last year of life in community residences was explicated via data displays that 

visually represent the illness trajectory. 

Case Description. A case description involves the organization of the case study 

according to a descriptive framework (Yin, 2014). In order to develop rich descriptives for each 
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case within this multiple-case study, data from the staff member and surrogate interviews were 

coded, extracted, and then incorporated into the data displays.  

This process began with an a priori list of codes derived from the variables and patterns 

observed in the data displays, the research questions, and the theoretical frameworks that guided 

the study (Patton, 2015; Yin, 2014). Interview transcripts were individually coded by the 

principal investigator. Additional codes were developed and defined in analytic memos for 

inclusion on the master code list (Patton, 2015). 

After all transcripts had been coded, the principal investigator created time-ordered 

descriptive displays for each case (Miles & Huberman, 1994) where the data displays were 

expanded to include additional details derived from the record review, staff member interviews, 

and surrogate interview. For example, a hospitalization that had been previously displayed 

numerically to represent the frequency in which it occurred during a given month was now 

displayed with data that included admitting diagnoses, test results, treatment plans, discharge 

guidelines, and lengths of stay. 

Next, a critical incident chart was created for each case to “limit an event listing to those 

events seen as critical, influential, or decisive in the course of some process” (Miles & 

Huberman, 1994, p. 115). The charts included direct quotes and summary statements extracted 

from the record review instrument, interview transcripts, and field notes. These charts served to 

articulate the series of events that transpired from the onset of signs and symptoms of serious 

illness through the time period following death. 

This phase of data analysis enabled the principal investigator to verify conclusions made 

during the first phase; specifically, the displays were corroborated and refined to give form to 

rich case descriptions. 
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Cross-Case Synthesis. Cross-case analyses have grown in popularity, particularly as an 

analytic strategy for multiple-case studies, due to their ability to facilitate generalizability and 

deepen understanding by explicating how processes and outcomes across cases are qualified by 

the conditions in which they occur (Miles & Huberman, 1994). In this study, cross-case 

synthesis was used to explore the barriers and facilitators to a good death for people with IDs in 

community residences, as articulated in the second research question. 

The critical incident charts were coded using an a posteriori list derived from the 

theoretical framework, including the categories of process, person, context, and time. This coded 

data was then extracted and displayed in partially-ordered meta-matrix to allow for systematic 

comparison (Miles & Huberman, 1994). The stacking of this data supported the analysis of 

barriers and facilitators to high-quality end-of-life care across all cases and within each code 

category. 

This phase of data analysis sought to strengthen conclusions drawn during the first two 

phases of analysis and facilitate a deeper understanding of the differential end-of-life experiences 

amongst people with IDs in community residences. 

Rigor. In addition to those strategies already noted, there were other efforts made to 

strengthen the rigor of the analysis and enhance the trustworthiness of the findings. Specifically, 

an audit trail was maintained and documented in memos to describe methodological decisions, 

meetings with consultants, and any changes to the study protocol (Patton, 2015). Meetings with 

the principal investigator’s committee chair and/or email correspondence with the committee 

occurred in between each phase of data collection and analysis; the purpose of these 

consultations was to discuss observations, early findings, and any methodological challenges. 

The principal investigator also presented preliminary analyses after Phase I: Record Review to 
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an interdisciplinary group of end-of-life scholars for review and comment; their feedback served 

to refine the analytical process used in the creation and interpretation of the data displays. 

Finally, the principal investigator is scheduled convene a consultant panel with the Everas 

executive leadership team and other key informants (i.e. surrogates, staff) after the dissertation 

defense is complete; any suggestions will be considered for incorporation prior to publication 

(Patton, 2015; Yin, 2014). 
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Chapter IV: Results 

This chapter presents the findings from this multiple-case study. A description of the 

study sample (e.g. decedents, staff members, and surrogates) commences the chapter. The 

chapter is then divided into three sub-sections: 

• Section I: Illness Trajectories and End-of-life Experiences. Findings are presented in 

relation to the first aim: to explore and describe the illness trajectory and end-of-life 

experiences of adults with intellectual disabilities in community residences.  The disease 

trajectory and end-of-life experiences of the decedents in this study are explored using 

the eight phases of the Chronic Illness Trajectory Framework. 

• Section II: Facilitators and Barriers to High Quality End-of-life Care. Findings are 

presented in relation the second aim: to define and operationalize facilitators and 

barriers of high quality end-of-life care for adults with intellectual disabilities in 

community residences. The Bioecological Theory of Human Development, Process-

Person-Context-Time (PPCT) Model serves as the framework for identifying facilitators 

and barriers to high quality of end-of-life care in the study’s cases. 

• Section III: A Single Case Study. Findings are presented in relation to a single case 

study for a decedent whose end-of-life experiences deviated most significantly from the 

study sample and for whom there were all three sources of data (e.g. a complete record 

review, interviews with multiple staff members, and a surrogate interview). 

Each of these three sections culminate with a brief summary that integrates the results. 

Study Sample 

The study sample was comprised of eight cases, which included records for eight 

decedents, semi-structured interviews with nine former and current staff members, and one 
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surrogate. The demographic characteristics of each group are described in the following 

sections. 

Decedents. At the end of the study period, eight cases (n=8) met the inclusion criteria. 

The first case was associated with a death that occurred in 2008, approximately nine years prior 

to the start of the study. This death was distinct in that it marked the first passing of a client in 

the agency’s 40-year tenure; until recently, the agency was relatively small and had provided 

services almost exclusively to the same cohort of primarily young adults who helped to found the 

organization in 1978. The agency did not experience another client death until three years later 

in 2011. Thereafter, one death occurred every year except for 2014 when no deaths occurred and 

2017 when two deaths occurred. Table 2 illustrates the demographics of the decedents in 

aggregate. 
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Table 2 Decedent Characteristics 

Characteristic Decedents (N=8) 
Gender – n (%) 

Male 6 (75%) 
Female 2 (25%) 

Race – n (%) 
Caucasian 8 (100%) 

Age – mean (range) 61 (42-88) 

Insurance – n (%) 
Medicare, Medicaid, & Private Insurance 3 (37.5%) 
Medicare & Medicaid 3 (37.5%) 
Medicaid 2 (25%) 

Intellectual Disability – n (%) 
Profound 4 (50%) 
Severe 0 (0%) 
Moderate 4 (50%) 
Mild 0 (0%) 

Documented Comorbidities – mean (range) 11.75 (2-23) 

Supports and Services – n (%) 
Adult Day Services 5 (62.5%) 
Prescribed Diet 7 (87.5%) 
Durable Medical Equipment, Adaptive Equipment 7 (87.5%) 
Behavior Tracking and/or Supports 7 (87.5%) 

Table 2. Decedent Characteristics. This table illustrates aggregate characteristics of the decedents represented in this 
multiple-case study. 

The majority of the decedents were males (75%), and all decedents represented in this 

sample were Caucasian.  The decedents ranged in age from 42 years old to 88 years old at the 

time of their deaths (M=61; SD=16.6). There were observed variability in life expectancies 

given the diagnoses represented within the sample. The study sample was equally distributed 

among decedents who had moderate (n=4) and profound (n=4) intellectual disabilities. 
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In addition to their primary diagnosis, the decedents had a range of 2 to 23 documented 

comorbidities, including psychiatric diagnoses (M=11.75 documented comorbidities per case; 

SD=6.7). The majority of decedents had a prescribed diet (n=7; 87.5%), durable medical 

equipment for physical impairments and/or adaptive equipment for sensory impairments (n=7; 

87.5%), and documented behavior tracking and/or supports (n=7; 87.5%). All of the decedents 

had records of receiving annual physicals and routine care from their primary care physicians, in 

addition to annual dental exams and intermittent treatment from specialists, during their last year 

of life. The nature and frequency of this care will be further discussed later in the chapter. 

All decedents had an appointed plenary guardian who supported them with all decisions; 

four decedents (50%) had family serving in this capacity and four decedents (50%) were 

receiving services from the Bureau of Guardianship Services (BGS). The majority of the 

decedents were dually-eligible (75%) for Medicaid and Medicare; the remaining two decedents 

had exclusively Medicaid. In addition, three of the decedents had supplemental private health 

insurance. No decedents were gainfully employed at the time of their death. In the months 

preceding their deaths, five decedents (62.5%) were receiving adult day services, two decedents 

(25%) were retired, and one decedent (12.5%) was on extended medical leave from his adult day 

services program. 

Staff. The sample (n=9) represented the diversity of the organizational structure; three 

direct care staff members, two clinical staff members, two professional staff members, and two 

members of the executive leadership team participated in interviews. The sample consisted of 

predominantly current employees (78%), but two former employees also agreed to an interview. 

Table 3 illustrates the demographics of the staff participants in aggregate. 
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Table 3 Staff Characteristics 

Characteristic Staff (N=9) 
Gender – n (%) 

Male 2 (22%) 
Female 7 (78%) 

Race/Ethnicity – n (%) 
Caucasian 3 (33.3%) 
African American 3 (33.3%) 
Hispanic or Latino 2 (22.2%) 
Asian American 1 (11.1%) 

Age in Years – mean (range) 41 (29-62) 

Education – n (%) 
High School 1 (11.1%) 
Some College 1 (11.1%) 
Bachelor’s Degree 4 (50%) 
Graduate Degree 3 (33.3% 

Everas Employment Status – n (%) 
Current Employee 7 (78%) 
Former Employee 2 (22%) 

Everas Tenure in Years – mean (range) 12.67 (3-25) 

Years in ID Field – mean (range) 13.78 (4-25) 

Table 3. Staff Characteristics. This table illustrates aggregate characteristics of current and former staff who 
consented to a semi-structured interview for this multiple-case study. 

The staff ranged in age from 29 to 62 years old (M=40.78; SD=10.46). The majority of 

staff were female (n=7; 78%). Participants were 33.3% (n=3) Caucasian, 33.3% (n=3) African 

American, 22.2% (n=2) Hispanic or Latino, and 11.1% (n=1) Asian American. Representative 

of the requirements for the diverse positions they held within the agency, one participant had 

completed high school, one had some college education, four had obtained a Bachelor’s degree, 

and three had received a Master’s degree. 

https://SD=10.46
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Staff experience in the field of intellectual disabilities ranged from 4 to 25 years 

(M=13.78; SD=7.59) among the current and former staff who participated in the study. Their 

length of employment with Everas ranged from 3 to 25 years (M=12.67; SD=8.62) with seven of 

the participants noting that Everas had been their sole employer in this field. Those staff who 

were still employed by Everas had spent an average of 7 years in their current position with a 

range of 6 months to 17 years. 

The staff participants had a diverse range of personal and professional experiences with 

serious illness and end of life. Almost half (n=4; 44.4%) of the participants reported 

experiencing a significant illness or injury themselves, and all of the participants had experienced 

serious illness in and the death of a loved one. The number of clients with serious illnesses they 

had supported as employees of Everas ranged from 1 to 15 (M=6.56; SD=4.28). The number of 

Everas clients they supported directly or indirectly at the end of life ranged from 1 to 8 (M=5; 

SD=2.24). 

Surrogate. With respect for the confidentiality of the surrogate who agreed to participate 

in the study, minimal demographic details will be provided. This older, Caucasian female was a 

family member of and appointed guardian to the decedent. She reported experiencing serious 

illness in herself and her loved ones, including supporting multiple family members at the end of 

life. 
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Section I: Illness Trajectories and End-of-life Experiences 

McCorkle and Pascareta (2001) established eight phases common to most chronic 

illnesses; these phases are extrapolated in the following sections to aging adults with IDs for the 

purposes of elucidating the last year of life for the decedents represented in this multi-case study.  

The articulation of these eight phases culminates with a discussion of the emergent theme of 

falling off a cliff, which includes a model of the disease trajectories of the decedents and their 

patterns of functional decline. 

Initial/Pretrajectory Phase. This refers to the period before any signs or symptoms of 

the serious illness are present (McCorkle & Pascareta, 2001). In accordance with the New Jersey 

Division of Developmental Disabilities Division Circular #10 “Health Care” (2006), private 

residential facilities for people with IDs are mandated to facilitate annual physical examinations, 

dental examinations, diagnostic studies when clinically indicated, all consultation 

referrals/requests as recommended, and immunizations in accordance with the Center for Disease 

Control and Prevention guidelines. 

As one direct care staff noted: 

That’s why [they] are so healthy … If someone could manage my life, cook my food, tell 
me when to eat, make me walk on the treadmill, take me to every doctor’s appointment, 
give me my medications three times a day … It would be much easier, I’d be much 
healthier, I would live longer. 

During the last year of life, the frequency of decedents’ visits to the primary care physician for 

annual examinations, follow-ups and “sick visits” ranged from 2 to 14 appointments (M=8.75; 

SD=3.96). The decedents averaged 15.625 appointments annually to dentists and other 

specialists (e.g. neurologist, podiatrists, psychiatrists, gastroenterologists, orthopedists, 

optometrists, physical and occupational therapists, visiting nurses, wound care specialists, 

dieticians) with the number of monthly appointments ranging from 0 to 6. The decedents 
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averaged 5.5 diagnostic exams (e.g. EKGs, MRIs, CAT Scans, X-rays, bloodwork, urine and 

stool samples) each year or approximately one every other month. The decedents also 

experienced medication modifications (e.g. increase/decrease dosage, discontinuations, new 

medications) ranging from no changes to 21 changes over the course of the last year of life 

(M=9.25; SD=6.25). Table 4 illustrates the frequency of this routine healthcare during the last 

year of life of the decedents. 

Table 4 Decedents’ Healthcare during Last Year of Life 

Case PCP 
Appointments 

Annual Frequency 
(Monthly Range) 

Specialist 
Appointments 

Annual Frequency 
(Monthly Range) 

Diagnostic 
Testing 

Annual Frequency 
(Monthly Range) 

Medication 
Changes 

Annual Frequency 
(Monthly Range) 

CL-1 2 
(0-1) 

4 
(0-1) 

0 
(0) 

0 
(0) 

CL-2 8 
(0-4) 

19 
(0-3) 

5 
(0-1) 

12 
(0-3) 

CL-3 10 
(0-4) 

10 
(0-2) 

11 
(0-3) 

21 
(0-9) 

CL-4 14 
(0-3) 

16 
(0-2) 

3 
(0-1) 

7 
(0-1) 

CL-5 5 
(0-2) 

12 
(0-3) 

9 
(0-3) 

7 
(0-3) 

CL-6 10 
(0-3) 

17 
(0-3) 

7 
(0-2) 

5 
(0-1) 

CL-7 8 
(0-2) 

28 
(0-6) 

1 
(0-1) 

9 
(0-2) 

CL-8 13 
(0-2) 

19 
(0-3) 

8 
(0-2) 

13 
(0-3) 

Table 4. Decedent Healthcare during Last Year of Life. This table illustrates the frequency of primary care physician 
(PCP) appointments, specialist appointments, diagnostic testing, and medication changes during the decedents’ last 
year of life. The range in the frequency of these appointments, diagnostic tests, and medication changes per month 
are represented in parentheses. 
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An analysis of the relationship between these routine forms of healthcare suggests that 

primary care physicians remain central in the lives of people with ID. They offer annual 

examinations and routine care; serve as the first point of contact for illness, injury, and disease; 

coordinate referrals to and treatment with specialists; prescribe diagnostic tests and monitor 

results; provide follow-up care after emergency department visits and hospitalizations; and 

prescribe and refill routine and PRN medications. For the decedents in this study, specialists 

provided diagnosis-specific care, which included testing, inpatient and outpatient treatment, 

referrals to other specialists, care coordination with the primary care physician, and medication 

management. 

Trajectory Onset Phase. This refers to the diagnostic period that usually accompanies 

the onset of signs or symptoms of the illness (McCorkle & Pascareta, 2001). In seven of the 

cases, a member of the Everas staff identified signs or symptoms of illness that triggered the 

diagnostic period. In the other case (CL-6), it was triggered by a visiting nurse. Table 5 presents 

the initial signs or symptoms of the illness and the cause of death for each case. 
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Table 5 Initial Sign/Symptom of Illness and Cause of Death 

Case Initial Sign or Symptom of Illness Cause of Death 

CL-1 Flushed Cheeks, Pale Skin, Intermittent Fever Pneumonia 

CL-2 Loss of Balance, Shortness of Breath, Wheezing Liver Disease 

CL-3 Jaundice, Increased Screaming Cancer 

CL-4 Shivering, Heavy Breathing, Refusing Food/Water Pneumonia 

CL-5 Weight Loss, Refusing Food Pneumonia 

CL-6 Pain, Fever, Pressure Ulcers Pneumonia 

CL-7 Nonresponsive Stroke 

CL-8 Dysuria, Weight Loss Pneumonia 

Table 5. Initial Sign/Symptom of Illness and Cause of Death. This table presents the initial sign/symptom of illness 
as reported by staff and/or articulated in the decedents’ records. The cause of death as reported by staff or 
documented in the decedents’ records, including death certificates and unusual incident reports. 

A review of the retained records and staff interviews suggests that these symptoms 

ranged from minor (e.g. flushed cheeks) to acute (e.g. trouble breathing). Reflecting upon the 

former, a direct care staff member recalled: 

...It’s not that I can even say that she was ill, because it was one of those things that one 
day her cheeks were really, really pink. Prior to admission [to the hospital], I wouldn’t 
say that there was a lot of evidence of her illness… 

A colleague of this staff member confirmed, “Just one day [the direct care staff member] said, 

‘She doesn’t look right to me.’” 

Multiple staff members who were interviewed expressed concern that signs and 

symptoms may not have presented early in the onset of the disease. They also expressed worry 

that signs and symptoms might have been overlooked or misattributed to preexisting conditions 

and behaviors. For example, a clinical staff member reflected upon how she personally felt after 
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a client received a terminal diagnosis, “I remember thinking to myself, ‘What did we miss?’” 

While a direct care staff member wondered about the role of healthcare professionals in the 

identification and diagnostic process given the frequency of medical appointments for this 

population, “If the doctors can’t damn determine, how can I determine it?” 

Once the signs and symptoms of the illness had been identified, the process of reaching a 

diagnosis was observed to be particularly challenging in these decedents with moderate to 

profound ID, especially those with limited expressive communication skills. The surrogate 

affirmed this by stating, 

Anybody who doesn’t talk, it’s very hard for a doctor to work with them. It’s frustrating 
for the doctor because they have no idea where the pain is. You go to the doctor and you 
take for granted that the doctor says, ‘Where does it hurt?’ and all this. But what if 
somebody doesn’t have that function to you where it hurts? 

As such, it was often astute observations by staff that prompted trained healthcare professionals 

to seek diagnoses for these decedents. 

Crisis Phase. This refers to a life-threatening situation or event (McCorkle & Pascareta, 

2001). In only one case did a life-threatening event occur in the community residence (CL-7). 

According to this decedent’s medical records, “[He] was taken to the hospital today. Staff 

indicated he was not responsive.” A direct care staff member recalled: 

So basically they said he had like a stroke in his sleep. A [direct care staff] noticed it, 
called 911, and then called me. He said [the decedent] was foaming at the mouth, and he 
had never seen that. 

Interviews with three additional staff members who were familiar with this case confirmed that 

the decedent experienced a stroke while asleep during the overnight hours and was transported 

via ambulance to the hospital for admission to the Intensive Care Unit where he died 10 days 

later. 
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The diagnostic process was particularly complex for the decedents with moderate to 

profound IDs represented in this study. As such, the underlying life-threatening conditions in the 

remaining seven cases were uncovered in hospital settings after symptoms were observed and 

medical care was sought. When acute symptoms were observed (i.e. significant lethargy, high 

fever, trouble breathing) in four of the cases (CL-2, CL-4, CL-5, CL-6), 911 was called and the 

clients were transported directly to the emergency department at a local hospital. In these cases, 

the decedents were admitted for additional testing and observations that revealed the underlying 

life-threatening condition. When less acute but clinically-significant symptoms were observed 

(e.g. jaundice, weight loss, color change) in the remaining three cases (CL-1, CL3, CL-8), care 

was sought from the primary care physician who then referred the patient to the local hospital for 

additional diagnostic testing that revealed the underlying life-threatening condition. 

Acute Phase. This refers to the identification of a regime that can control and manage the 

symptoms associated with the life-threatening condition (McCorkle & Pascareta, 2001). In all of 

the cases, the decedents remained hospitalized during the acute phase so that their symptoms 

could be managed and controlled. The nature of this treatment was disease-specific; for 

example, the records of decedents diagnosed with pneumonia suggested that they received 

regular breathing treatments, oxygen (via mask or respirator), and intravenous fluids and 

antibiotics. An excerpt of a condensed daily log retained by Everas staff members three days 

after the hospital admission of CL-4 further illustrates the nature of treatment during the acute 

phase: 

Morning Shift: Blood drawn; ate; breathing treatment; shower, suction; vent checked 

11am: Two doctors visited – observed [decedent] to be awake but lethargic with wet 
cough; cough medicine administered; urinary analysis requested via straight catheter 
due to incontinence; given antibiotics every 6 hours; began use of oxygen mask; x-ray 
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technician visits; social worker visits to requests scripts and fax number for [community 
residence] 

12pm: [Decedent] refusing to swallow; orders given for no food or liquid by mouth until 
speech-language pathologist can determine risk for aspiration 

4:50pm: BiPAP then breathing tube used because “left lung wasn’t working”; Doctor 
said [the decedent] looks “pretty comfortable but he’ll probably be here 1-2 days more 
on breathing machine, but we’ll take it day-by-day.” 

Evening Shift: Moved to ICU 

In addition to this disease-specific care, available records suggest that the hospitalized decedents 

received some form of sedation either through intravenous or oral administration during the 

acute phase. 

Stable Phase. This refers to the period that occurs when symptoms are successfully 

managed and controlled (McCorkle & Pascareta, 2001). A review of decedents’ records and 

interviews with staff suggest that those who remained hospitalized (n=5) until their deaths may 

not have achieved a stable phase where symptoms were successfully managed and controlled. 

When ask to rate the level of sedation a hospitalized decedent received during this phase, a direct 

care staff member stated: 

I’ll just say I don’t think he got it; I just don’t think he got it. To me, it will always be a 
zero [terrible] … It hurt me so much, I’ll always say a zero. 

Overall, hospital communication logs maintained by Everas staff suggest periods of high 

agitation coupled with periods of sedation, which could fluctuate daily with the length of time 

spent sedated increasing as death approached. One direct care staff who supported a decedent 

who remained hospitalized until her death recalled, “I feel like she got sleepier and sleepier and 

then she never woke up.” 

In three cases, the stable phase was evidenced by the transfer of the decedents to non-

acute settings. A decedent (CL-3) who was transferred to home hospice care appeared to 
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experience a month-long stable phase where she continued to attend her adult day services 

program, visit with friends and family, and participate in preferred activities as tolerated. A 

clinical staff member recalled, “Once she went back home, we got her settled and it was fine for 

a little bit…” This staff went on to note that a hospice nurse would, “…check-in and visit for 

periods of time…” to provide medical care and oversight. The other two decedents (CL-5 & CL-

6) were transferred to nursing home care for three months and four months respectively before 

progressing to the next phase of the illness trajectory. Although no longer acutely ill during the 

stable phase, these decedents needed medical interventions (e.g. gastrostomy tube, CL-6) while 

hospitalized that required specialized medical care in accordance with New Jersey Division of 

Developmental Disabilities regulations; and, Everas did not operate community residences that 

provided this level of care at the time of their discharge thus necessitating transfers to local 

nursing homes. 

Unstable Phase. This refers to when the previously-identified regime is no longer 

effective in managing and controlling symptoms (McCorkle & Pascareta, 2001). For the five 

decedents who remained hospitalized, the unstable phase was marked by discussions and 

decisions to transition from curative to comfort-focused care, including transfers to in-patient 

hospice care within the hospital (n=2, CL-2 & CL-4). One instance of this decision-making was 

memorialized in direct care staff member’s note in a hospital log for CL-2: 

In the case that [the decedent] presents with acute liver failure, [the decedent] might 
need more aggressive treatment and might even need a liver transplant. At this point, [the 
decedents’ guardians] would not like to proceed with any additional or more aggressive 
treatment… 

While Everas staff members were sometimes privy to these conversations, it was the surrogates 

who had the authority to make these decisions. A member of the executive leadership team 

reflected upon a specific case in which the surrogates elected not to pursue life-sustaining 
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treatment for CL-4, “They have medical guardianship and legally they have the right to make 

decisions about the person’s care and how to proceed…” The dynamics of these decisions will 

be discussed later in the chapter. 

Records and interviews with staff suggest that the decedent in home hospice care (CL-3), 

whose guardian had signed a Do Not Resuscitate / Do Not Hospitalize (DNR/DNH) form and 

whose primary care physician authorized a Physicians Orders for Life-sustaining Treatment 

(POLST) upon admission, appeared to experience an increase in pain and other symptoms during 

this phase. One direct care staff member noted: 

So, she was having good days, she was having bad days. The hospice nurse was coming 
once a day, then she was coming twice a day, then she was coming three or four times a 
day. She was coming as we called her, then she was there 24 hours. 

The emergence of symptoms related to acute respiratory failure marked this phase for the 

remaining two decedents (CL-5 & CL-6) who had been transferred to nursing home care. 

Downward Phase. This refers to observations of progressive deterioration in mental and 

physical status (McCorkle & Pascareta, 2001). During the downward phase, Everas staff 

members and the surrogate recalled being either informed by healthcare professionals or able to 

directly observe the progressive deterioration of the mental and physical status of the decedents.  

Respective of the former, one direct care staff member to CL-6 stated the following: 

I remember I got the call like around 8am on a Friday [from the hospital] that the 
nursing home brought him to the hospital, and he was coughing like he has pneumonia … 
and within 24 hours or less, he passed. 

Respective of the latter, the surrogate of CL-3 observed: 

She was placid … I could see on her body the total bruising, like the skin was breaking 
down. But other than that, she didn’t sound unhappy. She seemed calm, I guess that’s 
the drugs. She didn’t seem to be experiencing pain and the screaming had stopped. You 
could talk to her; you could hug her. She still seemed like her. 
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The downward phase lasted less than a week across all of the cases in this study. While on 

average, the records and interviews suggest it lasted less than two days. 

In some instances, Everas staff members needed support from healthcare professionals to 

make sense of their observations. One direct care staff recalled the following when reflecting on 

CL-2: 

[Decedent] is screaming and hollering, but [decedent] always screams and hollers. I go 
to the [nurse] and say, ‘I think you ought to come check on him.’ And she says, ‘I’ll be 
there in a minute.’ Then she didn’t come, and he was still screaming. I go back and say, 
‘I think you really need to come check on him.’ And then she told me, ‘Take this 
pamphlet and read it … This is what happens at the end of life.’ 

This staff member went on to say, “You get restless at the end of life. Somebody at the hospital 

had to teach me that.” A member of the clinical staff experienced a similar interaction with a 

nurse involved in the care of CL-3: 

The last few days, [the decedent] was really restless. The nurse would tell us, ‘It is very 
common for cancer patients to become really restless, to turn around in the bed.’ Then 
when her skin started [mottling], they said that was common too. 

A member of the executive leadership team recalled a similar conversation with the same nurse: 

I remember that the nurse really called it when we were coming down to the last few 
days. The nurse could tell … I know that in the couple of days leading up to her death, 
she was more active, which is one of the signs the [nurse] had said… 

The downward phase across these cases was brief yet distinct, especially when healthcare 

professionals identified the significance of the observed physical and mental changes. 

Dying Phase. This refers to the weeks, days, or hours preceding death (McCorkle & 

Pascareta, 2001). The critical incident timelines created during the analysis phases of this study 

illustrated that, in many ways, the dying process began for the decedents at the trajectory onset 

phase when the fragility of their overall health status was revealed. The length of time from the 

first observation of a sign or symptom of illness until death ranged from 11 days to 143 days 
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(M=42.5; SD=44.69) with four cases averaging less than two weeks. Pneumonia was the 

primary diagnosis at the time of death in five of the cases; the remaining causes of death were 

cancer, liver disease, and stroke. The decedents were in hospitals (n=4), hospice units within 

hospitals (n=2), home hospice care (n=1), and a nursing home (n=1) at the time of their death. 

Table 6 illustrates the decedents’ cause of death, location at death, and the length of time 

between the initial onset of sign or symptoms of the illness and death. 

Table 6 Cause of Death, Location at Death, and Duration of Serious Illness 

Case Cause of Death Location at Death Disease 
Trajectory 

(in days) 

CL-1 Pneumonia Hospital 12 

CL-2 Liver Disease Hospice Unit at Hospital 11 

CL-3 Cancer Home Hospice 44 

CL-4 Pneumonia Hospice Unit at Hospital 15 

CL-5 Pneumonia Nursing Home 143 

CL-6 Pneumonia Hospital 56 

CL-7 Stroke Hospital 11 

CL-8 Pneumonia Hospital 48 

Mean = 42.5 days 

Table 6. Cause of Death, Location at Death, and Duration of Serious Illness. This table presents each decedent’s 
cause of death and location at the time of death. It also illustrates, in days, the length of time between the initial 
onset of observable signs/symptoms of illness and death. 

The events of the final days of life seemed to vary for those who had involved family 

(n=4) and those who did not (n=4). Those who had involved family (CL 1-4), even those who 

had previously had only intermittent family contact, experienced frequent visits and 

https://SD=44.69
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communication during their final days. In regards to CL-3, a member of the executive leadership 

team noted: 

The family did get more involved once she was diagnosed, and they were at all the 
meetings and they were at the house frequently in those last couple of weeks… I guess 
that’s to be expected. 

The surrogate later confirmed this and acknowledged that she and another family member were 

on the way to the community residence when she received the call that the decedent had died. 

The frequency of this contact and the number of family who visited during the final days of life 

appeared relational to the degree of family involvement over the life course; those who had at 

least monthly contact with family before becoming seriously ill had more frequent and longer 

visits from nuclear and extended family in their last days. 

For those four decedents (CL 5-8) who did not have involved family, the final days of life 

were markedly different. Everas staff members visited intermittently as their program staffing 

allowed and the visitor policies of the hospital or nursing home permitted; however, records and 

staff interviews suggest that all four of these decedents were alone at the time of their deaths. 

Reflecting on CL-8, a clinical staff member recalled: 

No one informed us until two days after he passed away. Not only did the hospital not 
call the guardian, they didn’t even call us … He passed away two days before anybody 
told us. 

Several staff who were interviewed expressed frustration that they were not informed of the 

imminence of death, especially in those cases where the decedents did not have involved family. 

The final hours of life, even for decedents who had previously been restless, were marked 

by an increasingly sedated state across all settings. One clinical staff recalled the following 

about CL-2’s final hours, “[The decedent] was completely still; he was just sleeping. He didn’t 
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open his eyes or anything.” An excerpt from the final entry in the hospital log maintained for 

this decedent confirmed: 

[Decedent] has been sleeping the entire time, so I asked the nurse if he may wake-up 
slightly. She said it’s very unlikely, and she would be surprised if he does. 4:48pm 

There were no interviews or records to suggest that any of the decedents experienced distress or 

suffering during the hours preceding their deaths. 

Summary: Falling Off A Cliff. Figure 1 offers a visual representation of the last year of 

life of the decedents represented in this multiple-case study where the eight phases are plotted 

overtime respective of functionality. 

Figure 1 Illness Trajectory 
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Eight Phases of the Illness Trajectory over the Last Year of Life 

Figure 1. Illness Trajectory. This figure offers a visual model* of the illness trajectory of the eight decedents 
represented in this multiple case study. The vertical axis represents functionality and the horizontal axis represents 
the eight phases of the disease trajectory over the last year of life. 
*This model drew influence from the work of Lunney and colleagues (2002, 2003), which will be discussed in 
greater detail in Chapter V. 

This accelerated trajectory was significant for Everas staff members who reported 

perceiving the decedents’ death as “unexpected”, “shocking”, and “surprising”. The decedents 
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whose cause of death was pneumonia seemed to be perceived as among the most unexpected. 

One direct care staff recalled the following about CL-1: 

I thought, ‘People get pneumonia all the time, and they get better.’ But she was actually 
getting worse. And then the doctor mentioned that when older people get pneumonia, it’s 
different … and the longer they stay in the hospital, it makes it even worse. 

In the case of another decedent (CL-4) who also died as a result of pneumonia, a direct care staff 

member recalled not anticipating the death at the time but later realizing its inevitability. This 

person recalled: 

I guess you grow when you’ve been through this a couple of times. People with 
aspiration after aspiration, pneumonia after pneumonia … every time, it’s harder to 
come back. It takes longer to recover from. But I just wasn’t expecting it. I thought he 
would come back. It’s going to take a little longer this week, so he’s home two weeks 
instead of one week, but he’s going to come back. But this time, he just couldn’t. He was 
getting worse and worse. And he couldn’t come back. 

In addition, the frequency of contact the Everas staff members had with the decedents impacted 

their knowledge of the illness trajectory and perceptions of the imminence of death. One direct 

care staff member recalled the following in regards to CL-6: 

For me, it wasn’t a surprise because I knew it was coming. And for some of my full-
timers, it was not a surprise. But whoever was not connected and was not in the loop, it 
was a huge surprise. Keeping everyone in the loop helps to relieve the shock and get 
people prepared. 

Interviews with Everas staff members also suggested, in some cases, that the decedents’ young 

age, asymptomatic presentation, and rapid decline contributed to perceptions of their deaths as 

unexpected. 
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Section II: Facilitators and Barriers to High Quality End-of-life Care 

The Bioecological Theory of Human Development’s Process-Person-Context Time 

(PPCT) Model offers a framework for understanding the dynamics of individuals within the 

context of their reciprocal relationships with processes, systems, and time. For this study, the 

model provided an analytic framework for a cross-case synthesis exploring how the internal 

processes within the individual and intrapersonal processes within the community residences 

were informed by the external contexts to facilitate or impede access to quality of end-of-life 

care (Bronfenbrenner, 1986; Lerner, 2005). This section begins with findings related to 

facilitators of high-quality end-of-life care for people with IDs in community residences; then, it 

progresses to a presentation of the barriers to this level of care as people with IDs approach the 

end of life. This section closes with a summary where these findings are presented visually. 

Facilitators. The cross-case synthesis of the critical incidents charts created as a part of 

the analytical process for this multiple-case study revealed numerous facilitators of high-quality 

end-of-life care for adults with IDs in community residences. Focused coding of these 

facilitators revealed four themes, which are described in detail in the following sections. 

Enduring Relationships. As the decedents became seriously ill and neared the end of 

life, the quality of their experiences appeared relational to the care and advocacy they received 

from Everas. A review of decedents’ records suggest that staff coordinated medical 

appointments, diagnostic testing, and hospitalizations to identify and treat a multitude of chronic 

illness and comorbidities, including the serious illness. Staff members reported advocating for 

end-of-life care respective of the best interests of the decedents. A member of the executive 

leadership team articulated the philosophy underlying staff’s efforts to continue bonds with 

clients through the duration of serious illness: 
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We treat the person like family, respective of what is practical, reasonable, and will 
support that person in a positive way. So, we are with that person in the hospital … 
we’re going to provide that support for that person in terms of advocacy with the medical 
staff and the nursing staff. It’s an extension of the person being home. Most of the 
people we support cannot communicate clearly for themselves; you have to know them 
and have a good sense of what is going on with them to provide that care. So, we’re 
there. 

In line with this philosophy, a regular rotation of Everas staff members stayed with the decedents 

to provide physical care and communication support during hospitalizations, and direct care staff 

members remained in contact with medical professionals and visited the decedents regularly 

when 24/7 support was no longer needed. 

After their clients died, Everas staff members found communal and personal ways to 

mourn the losses. Funerals and/or memorial services were held for all of the decedents with staff 

members having the discretion to attend for themselves or in support of clients and other staff 

who had experienced the loss intimately. As one professional staff member noted, “I think it was 

definitely helpful to me to be able to be there, to be able to say my goodbye and find my peace.” 

Other staff members reported drawing upon their personal beliefs as death approached with due 

respect for the professional nature of their relationship to the client. One clinical staff member 

recalled, “Everyone has their own experiences with death ... I remember thinking, ‘Can we 

pray?’” 

During the semi-structured interviews, it was evident that all of these former and current 

employees continued to recall the decedents periodically, particularly when experiencing other 

personal or professional losses. A direct care staff member reflected upon the enduring 

relationship between another direct care staff member and a decedent: 

I always tell [staff], you can’t do this and not have a little something in your heart… 
[The staff] goes and gets [the decedent’s roommate], and they go the gravesite and leave 
flowers. [The staff] is still connected to him now that it’s all over with and he’s in the 
ground. 
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In some cases, Everas created memorials at the group homes in honor of the decedents, such as a 

swing with a placard. Some staff members reported observing these dedications regularly and 

recalling the decedents. 

Fighting Through. Multiple staff members and the surrogate described the decedents as 

“fighters” who demonstrated resilience throughout the duration of their lives. One direct care 

staff member reflected: 

He made me want to be a stronger person, because I saw him fighting. They didn’t use 
anything to keep him alive; he was just a fighter. He never gave up. He was always 
funny, even through all the pain. He never gave up. 

As some decedents became seriously ill and neared the end of life, this capacity to fight became 

manifest as stoicism or the ability to endure invasive treatment and significant pain or symptoms 

with limited understanding of their diagnosis and prognosis. 

For some, this lack of understanding was perceived to benefit their longevity. Staff 

members and the surrogate who were interviewed suggested that the decedents, particularly 

those with more profound IDs, did not understand their own mortality. A professional staff 

member reflecting on the decedent with profound IDs who received home hospice care recalled: 

If she had stopped coming to the day program and not been in the group home, she 
probably would have been in bed. I think she was in an environment where staff really 
cared about her, and she had normalcy in her life. If she [weren’t in that environment], 
she probably would have realized she was really sick. Here, she probably didn’t know 
how sick she was. 

For those with more moderate IDs, their capacity to use environmental cues and their lived 

experiences to understand their situation proved beneficial. A member of the executive 

leadership team recalled a case involving a decedent with moderate ID who was hospitalized at 

the end of his life: 
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He had his whole family [in the hospital] for days and days and days leading up to it. 
You could tell that was very encouraging and helpful for him. I think he was able to 
understand a bit more, like he knew he was sick and he knew what was going on. He had 
had similar things happen before in his life, but I think having family there was very 
helpful for him. It put him at ease; he could relax about the things that were happening. 

When daily routines could be maintained and familiar people were present, a higher quality end-

of-life experience appeared to be observed. 

Adapting Policies. The New Jersey Division of Developmental Disabilities (NJ-DDD) 

establishes policies that informs how staff in community residences coordinate healthcare 

services and respond to life-threatening events. Within these policies are guidelines for 

administering controlled substances, including medication used to manage pain and other 

symptoms at the end of life. A member of the executive leadership team recalled how they 

navigated this when a client began receiving home hospice care in the group home where she had 

resided for over 20 years: 

We had to think about the very serious medications she was taking, and we had to figure 
out how we were going to handle it … We were able to keep the medication on-site, and 
[the decedent] had an amazing hospice nurse. If our staff at any point felt [the decedent] 
needed morphine, they would call the hospice nurse and either she would come or she 
would send somebody over to assess [the decedent] and administer the medication as she 
needed it. 

Everas staff had to work in coordination with hospice and the IDT, including the NJ-DDD case 

manager, to adapt existing procedures to ensure compliance with NJ-DDD regulations. In 

developing a protocol for administering controlled substances, maintaining them on-site, and 

disposing of them following the decedent’s death, the agency was able to successfully manage 

her symptoms within the group home through the end of her life. 

The State of New Jersey passed Danielle’s Law (P.L. 2003, c. 191 [A3458]) in 2004 in 

response to the death of a person with intellectual disabilities when staff failed to respond to a 

life-threatening event. The law states: 
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A member of the staff at a facility for persons with developmental disabilities or a facility 
for persons with traumatic brain injury or a member of the staff at a public or private 
agency, who in either case works directly with persons with developmental disabilities or 
traumatic brain injury, shall be required to call the 911 emergency telephone service for 
assistance in the event of a life-threatening emergency at the facility or the public or 
private agency, and to report that call to the department, in accordance with policies and 
procedures established by regulation of the commissioner. The facility or the public or 
private agency, as applicable, and the department shall maintain a record of such calls 
under the policy to be established pursuant to this section (NJ-DHS, 2004, p. 1). 

This law, however, also had implications in the above-mentioned case of a decedent in home 

hospice care. A member of the executive leadership explained the law respective of this case: 

So Danielle’s Law – we are required to call 911 as staff and providers if the client 
displays any life-threatening emergencies. Obviously when somebody is on hospice and 
when they have reached the point where they’re going to pass away, you don’t call 911 
and you’re not going to start doing CPR if the person stops breathing. 

She went on to discuss how the agency worked in coordination with NJ-DDD (“DDD”) and the 

IDT to address the wishes of the surrogate respective of the law: 

We brought DDD in. We had IDT meetings and went up through the chain of command 
at DDD just to make sure that we had everything in writing … to show that [the 
decedent] was receiving hospice care and that we were not going to call 911 if she 
started to display any of those symptoms. 

She closed by discussing the progression of these coordinated efforts: 

But it was a little tricky in the beginning, especially because I think this was new for 
DDD. And it’s a law, so I think at the beginning DDD their hands might be tied. But, as 
we talked about it and worked with her primary care physician, ultimately it was okay. 
Everybody ended up agreeing to it, and we got it all in writing. 

In this instance, the client did die at the group home without 911 being called. 

Perceiving Congruence. For decedents who lived into their 70s and 80s, their ultimate 

terminal diagnoses were not unexpected. A direct care staff member affirmed, “[Decedent] was 

older, so it really wasn’t crazy for me. She was an older lady.” The decedent who was found 

unresponsive following a stroke while asleep at the group home was similarly regarded as a 

timely death due to his age. A member of the executive leadership team reflected on his recent 
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death, “He was 88 years old, and it was all just very kind of like…this is part of life, there wasn’t 

anything dramatic. I don’t think people are too raw about it right now.” These statements 

suggested that timely deaths were perceived to be congruent with the staff members’ and 

surrogate’s expectations for expected lifespans. 

Barriers. The cross-case synthesis of the critical incidents charts also revealed distinct 

barriers to high-quality end-of-life care for adults with IDs in community residences. Focused 

coding of these barriers revealed four themes, which are described in detail in the following 

sections. 

Changing Roles. Everas staff members believed that their capacity to provide high-

quality care often changed as the decedent became seriously ill and approached the end of life. 

Their changing role in the lives of the decedents appeared to be a function of their location at the 

end of life and the increasing involvement of surrogates and family in the direction of end-of-life 

care. 

A member of the executive leadership team, when asked to reflect on barriers to 

supporting clients who required extended hospital stays or transitioned to long-term care settings, 

commented: 

It’s frustrating … We have to compromise. When we have somebody in rehab, let’s say 
for example they are on a vent or they’re just sleeping and they’re not really active at all, 
we’re not there overnight. We were there 24/7 and now we’re not. We’re still basing it 
on what is best for the person, but it is on a reduced schedule than what it would have 
been if our staffing were better and if funding was different. 

In four of the cases, the location of the decedents at the end of life coupled with their overall 

health status contributed to the decision to move toward an intermittent visitation schedule. In 

all four of these cases, the decedents – whose imminent death was not always clearly articulated 

by medical professionals during the final days of life – died alone in hospital settings. 



      

          

              

               

                  

                

  

               
                

              
                 

         
 

      
 

                 
               

              
              

       
 

        

       

           

          

    

               
                  

                 
             
              

              
           

            
              

      

88 J.MCGINLEY DISSERTATION 

For all cases in which family served as surrogates, Everas staff members commented on 

how their roles in the lives of the decedents changed as terminal diagnoses were made and death 

approached. A member of the executive leadership team reflected, “I think, at times, our staff 

might have felt a little defensive … just trying to navigate what was their role prior to this, what 

is their role now.” One direct care staff recalled these emotions during the final days of a 

decedents’ life: 

It was very hard as a staff person, as an employee, to kind of stand by the sideline and 
being like, yes, we are here to support the family … thinking of the family as hiring us 
and taking over the role, we needed to kind of step back. There was definitely a space for 
us, but it wasn’t us 100%. I think that was a little challenging for some of us, especially 
considering what we had gone through leading up to that particular situation. 

Another direct care staff member concurred: 

What I find really hard about this is that you take care of somebody for months, years at 
a time. You fix their boo-boos, you pat them on their back, you rub their hair, you dress 
them up… You do all of that but then when you get to the point where you feel like you 
really need to be there, then the families just come in and take over and it’s like you don’t 
even exist. You don’t even have a say so. 

These barriers to maintaining an ongoing relationship with the decedents were particularly 

challenging when Everas staff members disagreed with the directives of surrogates, including 

decisions not to pursue life-sustaining treatment. A member of the executive leadership team 

articulated the agency’s position by reflecting on a particular instance where staff disagreed with 

the surrogate’s wishes: 

We are service providers; our hands can be tied to what the guardian’s wishes are. That 
is our role. We’re not family. We are support, as long as everything is lawful. If it seems 
like it is neglect … if there is a boundary between what is 100% best for the individual 
and the guardian is not following through on those types of things or if it would have a 
negative impact during their life, we would be battling that. In this case, I think that line 
was not clear. It was blurry and our personal feelings could not interfere with the fact 
that we’re professionals providing support to a whole family, so that’s how we navigated 
it. We considered the medical reports; we considered everything that was going on. But, 
ultimately, it is the guardian’s decision … legally, they have the right to make decisions 
about the person’s care and how to proceed… 
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The dynamics that existed between Everas staff and decedents appeared to change significantly 

in both regularity, complexity, and reciprocity through serious illness, at the end of life, and in 

bereavement.  

Living and Dying with Significant Disabilities. The surrogate interviewed as part of this 

multiple-case study recalled the following line from the priest’s eulogy during her loved one’s 

funeral services, “She was challenged in her life.” Throughout all of the interviews, the barriers 

to high quality end-of-life care resulting from perceptions of the decedents’ IDs (even when 

moderated by supports and services) were evident. 

The absence of expressive communication skills to articulate pain and other symptoms 

made it difficult for medical professionals to reach timely and accurate diagnoses. The surrogate 

recalled: 

Well, blindness and nonverbal is kind of a non-starter as far as dealing with a doctor is 
concerned. People say doctors can find diseases and things from people’s eyes … they 
look in your eyes, they look in your ears and your throat. Well, you lose that when you 
don’t have the vision and then the speech. I mean, ‘How do you feel? Where is the pain?’ 
That’s gone. It’s just not there. So unless you poke her and she reacts? I don’t really 
know how you would work around that problem. 

A direct care staff member spoke plainly of the challenges supporting older adults with IDs to 

receive quality care from healthcare professionals: 

I think they kind of push them to the side. You go to take a client to a doctor’s office, you 
say the client is deaf and the doctor starts talking extra loud. Didn’t I just say he was 
deaf? 

Impairments in receptive and expressive communication skills also made it difficult for staff 

members and the surrogate to determine if the decedents understood their prognoses. 

Many staff expressed feeling uncertain if the decedents’ wishes were honored at the end 

of life, because they could not express their preferences before or after receiving a terminal 
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diagnosis. One direct care staff member expressed having these concerns even nine years after 

the decedent’s passing: 

The fact that she was not able to communicate, I didn’t know if she wanted to give up 
eating sooner than when we did it. I didn’t know if she wanted a catheter when we 
decided that she should have one. How do you ask someone like [Decedent]: ‘Three 
years from now, if something happens to you, how do you want us to handle it?’ She has 
no concept of pain, no concept about hospitals or anything like that. It’s pretty tough… 

This staff member went on to reflect: 

When someone is able to verbalize, you feel comfortable advocating or not advocating 
for them. But when a person can’t tell you, you’re just going by doctors and as I’ve 
learned, they’re not really the best. They make assumptions when they know the 
diagnosis and the age… 

A member of the executive leadership team, reflecting upon multiple cases of serious illness 

within the agency’s tenure, recalled similarly the impact IDs had on the quality of care clients 

received: 

Even if your intellectual and developmental disability is mild, it has a major impact… 
Doctors make decisions all the time, and people with IDs don’t always get the best 
possible care. They say, ‘We’re going to give you a feeding tube right away or we’re 
going to take out all your teeth or you need a wheelchair.’ No, what that patient needs is 
physical therapy! 

The features of the person informed how they interfaced with healthcare systems as they became 

seriously ill and neared life’s end, and the perceptions of their IDs among healthcare 

professionals left many staff members and surrogate questioning the quality of care received. 

Challenging Workforce. The changing direct care workforce and its implications on the 

quality of end-of-life care were noted in multiple interviews with former and current Everas 

employees. Several staff members observed that most direct care staff have limited or no prior 

experience supporting people with IDs who are aging, seriously ill, or near the end of life. A 

clinical staff member recalled how limited her own experiences with death and bereavement 

were prior to supporting a client who was terminally ill, “I remember telling my parents about it, 
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because it was a scary process for me too. I was really young … like what do I do?” Whereas a 

more seasoned direct care staff member recalled: 

My staff were young twenty-something year old kids who were saying, ‘We’re just going 
to sit here and wait for her to die? Like is she going to die on my shift? Why do I have to 
witness this?’ And some of them never had anybody who ever died before. Some of them 
have never seen anybody be sick and go through something. Some thought it was 
behavior and not what happens at the end of life. So, I felt bad for them. 

The staff member went on to reflect: 

We don’t prepare them; we don’t want to talk about these things because it’s not a good 
thing. But I think that we should talk about these things because our clients are getting 
older. 

Interviews with other staff members suggested that neither Everas nor the other disability 

agencies where some participants are now employed provide uniform training or supervision on 

issues related to aging or end-of-life care. 

By the end of the study period, there were significant shortages in the direct care 

workforce both in New Jersey and nationally (Braddock et al., 2017). A member of the 

executive leadership team with approximately two decades of experience in the IDs field noted, 

“It’s worse than I’ve ever seen it.” A direct care staff member confirmed the challenges of trying 

to staff the 24 group homes Everas now operates, “Staffing is so terrible right now … Something 

is falling short, and it’s not just falling short in one or two programs, it’s all 24.” 

The implications of these severe staffing shortages were observed across all agency 

services, including those related to end-of-life care. The same executive leadership team 

member reflected upon the implication of the staffing crisis on whether the agency can provide 

round-the-clock staffing support to clients who transition to the hospital or other long-term care 

settings: 
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We will not be paid; we have the double dipping issue. And we also have a staffing crisis. 
So if the person is safe, we have to compromise. But safe has never been our baseline, 
our base has been quality. 

A direct care staff member reflected similar concerns about how these staffing shortages were 

impacting the quality of care for seriously ill clients in hospitals: 

We can’t bill Medicaid, because the hospital would also be billing for those hours. So, 
it’s a case-by-case basis. And it’s only those critical clients that we may supply 24-hour 
services to while in the hospital. It breaks my heart because we cannot provide services 
that we all around here think that we’re good at. 

The systemic issues within the direct care workforce are having a profound impact on the quality 

of care that agencies can provide; further, no one who was interviewed believed this would be 

changing in the near future. 

Perceiving Incongruence. For decedents who died outside the typical lifespan of an 

American adult, their deaths were perceived as incongruent with what had been expected. 

Several staff members who were interviewed identified the death of the youngest decedent as 

most memorable due to her age. 

Deaths were regarded by staff members as premature when they fell outside population 

estimates for lifespans. The surrogate, however, was able to articulate the relationship between 

IDs and mortality patterns. This surrogate stated: 

She was 42 when she died. Now apparently in reading and speaking to my son who was 
taking a college class, people with Down Syndrome don’t live as long as [the general 
population]. 

The origin of this reluctance to acknowledge or lack of awareness of the relationship between 

age and IDs was considered by a direct care staff member who reflected: 

There was never really a plan, and we don’t talk about that. We never talk about it. They 
are older and they’re getting older and even when they’re in their fifties, it’s like they’re 
in their seventies. So, they age much quicker than normal. I don’t know if it’s normal, 
but they just age much quicker than people who don’t have just as much disabilities as 
they do. And yet, no one is ever prepared for that. 
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When there was incongruence in how staff members perceived the lifespan of the clients they 

supported, interviews suggested that they felt unprepared to plan for and cope with the 

“untimely” deaths. 

Summary. Semi-structured interviews with Everas staff members and a surrogate 

illustrated the distinct facilitators and barriers that exist in the provision of high quality end-of-

life care. The dynamics of the relationships that existed between Everas staff members and the 

decedents in this multiple-case study served to inform the quality of their end-of-life experience. 

Enduring relationships supported both higher quality care to the decedents and opportunities for 

staff members to forge meaningful connections; whereas, their changing roles amidst the 

dynamics of increased family involvement and surrogate decision-making often prevented staff 

members from providing and advocating for the quality of care they desired for those they had 

long-supported. The characteristics and personalities of the decedents also influenced they 

degree to which they could fight through their serious illnesses; for many, the longstanding 

challenges of living and dying with an intellectual disability were only amplified as they became 

seriously ill. While agencies and policy makers demonstrated their ability to be nimble in 

adapting policies to accommodate palliative care options for people with IDs, there is little 

evidence to suggest that they are equally resilient in maintaining their standards for quality when 

facing such a profoundly challenging workforce. To achieve high-quality end-of-life care, it has 

become increasingly necessary for healthcare and disability professionals to recognize the multi-

faceted and often masked signs and symptoms of serious illness. This requires them to challenge 

cognitive distortions in perceiving congruence or incongruence in the terminality of those they 

serve respective only of their age. Figure 2 presents a visual representation of these barriers and 
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facilitators, including how the presence or absence of any factors might tip the scale and 

positively or negatively influence the quality of end-of-life care. 

Figure 2 Facilitators and Barriers to High Quality End-of-Life Care 

Facilitators Barriers 

Changing	 Roles 
Enduring	 Relationships 

Living	 & Dying	 with	
Significant Disabilities 

Fighting	 Through 

Challenging	 Workforce 

Adapting Policies 

Perceiving
Incongruence 

Perceiving Congruence 

Figure 2. Facilitators and Barriers to High Quality End-of-Life Care. This model illustrates the facilitators and 
barriers to high quality end-of-life care for aging adults with IDs in community residences operated by one provider 
agency in New Jersey. The model was derived from the analysis of semi-structured interviews with staff and a 
surrogate using the PPCT Model as a guiding framework. 
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Section III: A Single Case Study 

One case study represented in this multiple-case study was notable in both the uniqueness 

of the end-of-life scenario and the depth and breadth of the data retrieved. The circumstances of 

this decedent’s life and end-of-life care are presented in this single case study for the purposes of 

further articulating the disease trajectory and unique features of striving for high-quality end-of-

life care for aging adults with IDs in community residences. 

Case Characteristics. Susan was 42 years old female who received a terminal cancer 

diagnosis approximately a month and a half prior to her death. Susan was diagnosed with Down 

Syndrome shortly after birth following a pregnancy marked by complications. Susan was later 

determined to have a profound intellectual disability and sensory impairments that resulted in 

significant limitations in her intellectual functioning and adaptive behavior. Although Susan did 

not speak, she communicated with others through nonverbal gestures and touch. Susan’s mother 

served as her guardian for the duration of her life following a surrogacy hearing when she turned 

18 years old. Susan lived in multiple community residences beginning in childhood. She 

transitioned to Everas in her late 20s, first as a participant in their adult day services programs 

and then as a group home resident a year later. 

In addition to her terminal cancer diagnosis and intellectual disability, Susan had 

multiple comorbidities, including Dementia of the Alzheimer’s Type and several gastrointestinal 

conditions that required ongoing monitoring and treatment from her primary care physician and 

specialists. She also had several psychiatric diagnoses, including a documented Anxiety 

Disorder, that was managed by her psychiatrist with routine and PRN medications. Susan had a 

history of receiving behavioral support services for head hitting, grunting and screaming, and 

pushing of people and objects. Susan appeared to enjoy interacting with others and successfully 
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completing work-related tasks at her adult day services program; she expressed her happiness by 

smiling, clapping, and laughing. 

Diagnosis. Approximately 44 days prior to her death, Everas staff observed Susan’s skin 

to be yellow. Several staff also observed an increase in the intensity and frequency of Susan’s 

episodes of screaming both at the group home and the adult day services program. Everas staff 

members assisted Susan to her primary care physician where she was diagnosed with jaundice 

and bloodwork was requested to rule out liver failure and/or hemolysis. The primary care 

physician, after reviewing the results of the bloodwork, requested an ultrasound and then a CAT 

scan. The latter showed that Susan had masses on her lungs and other organs. 

Plan of Care. Ten days after the initial appointment, Everas staff contacted the primary 

care physician to inquire about the test results and treatment options for Susan’s increasingly 

jaundiced skin. The primary care physician advised that Susan should be immediately 

transported and admitted to the hospital, bypassing the emergency department, for additional 

diagnostic testing. After the testing was complete, an oncologist informed the Everas clinical 

staff member who had accompanied Susan to the hospital that she had terminal cancer. This 

staff person informed her supervisor of the diagnosis and Susan’s mother/guardian was also 

contacted. 

Over the following six days, Susan remained hospitalized as her symptoms were treated 

and while her guardian decided the most appropriate course of action. Susan’s mother ultimately 

elected not to pursue curative or life-sustaining treatment due to her 2 ½ to 6 months prognosis 

and history of situational anxiety specific to medical settings and care. Susan was referred for 

home hospice care with orders to return to normal activity as tolerated. Susan’s mother and 

Everas staff members discussed the most appropriate location for home hospice care: her home 
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or the group home. They selected the latter due in part to the familiarity of that setting and the 

availability of 24-hour staffing and support. The group home staff, in turn, confirmed the 

acceptability of this decision with the surrogates of Susan’s housemates, all of whom responded 

positively and expressed that this would be something they would want for their loved ones 

should they become seriously ill. 

As part of her hospice admission and one day prior to her hospital discharge, Susan’s 

mother signed a Do Not Resuscitate / Do Not Hospitalize (DNR/DNH) order. Her primary care 

physician gave orders to discontinue non-essential medications when their supplies were finished 

and to acquire durable medical equipment (e.g. incontinence guards, oxygen, wheelchair, 

hospital bed, bedside commode) as needed. The primary care physician also completed a 

Physician’s Orders for Life-sustaining Treatment (POLST) form with the following goals of care 

handwritten and checked: (A) Keep comfortable and maintain quality of life; (B) Palliative care 

only; (C) No artificial nutrition by tube; (D) Do Not Attempt Resuscitation (DNAR) and allow 

natural death; and (E) Consent obtained from or discussed with “Legal Guardian” and “Other”. 

Interdisciplinary Team Meeting. A day after her discharge from the hospital, an 

interdisciplinary team meeting was convened with Susan’s New Jersey Division of 

Developmental Disabilities (NJ-DDD) case manager, hospice nurse and social worker, her 

guardian and other involved family, and members of the Everas direct care staff, clinical staff, 

and executive leadership team. The team discussed her terminal cancer diagnosis and prognosis. 

They discussed her hospice evaluation (e.g. observations of her low blood pressure, dehydration, 

and worsening jaundice) and hospice recommendations (e.g. the continuation of normal activities 

as able, the discontinuation of specialized care and unnecessary medications, and the use of 

“Physician’s Verbal Orders” to document the hospice physician’s recommendations and the 
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dissemination of these orders to the prescribing doctor for authorization). To the latter, the team 

agreed that hospice would provide a comfort pack of medications with the authorization of the 

primary care physician. The team also agreed to discontinue Susan’s service plan goals, and 

Everas staff agreed to submit an Individualized Habilitation Plan (IHP) modification to 

memorialize this decision. Everas sought permission for additional staffing and the opportunity 

to submit an associated funding request. The team discussed opening and transferring funds 

from the payee (NJ-DDD) to a “Choices Burial Account”. 

The IDT also discussed the implications of Danielle’s Law (P.L. 2003, c. 191 [A3458]). 

Because Susan’s mother authorized home hospice care and the IDT agreed with this decision, 

Danielle’s Law became relevant because of the likelihood that Susan would experience a life-

threatening event in the group home at the end of her life. The team discussed that responding to 

that emergency by either providing care or calling 911 would be in direct contradiction with her 

advance directives. To resolve this issue, the IDT – led by a member of the Everas executive 

leadership team, primary care physician, and hospice nurse – discussed the issue with the chain 

of command within NJ-DDD, consulted with a NJ-DDD nurse, and ultimately received written 

approval from NJ-DDD to allow for a home death. 

Home Hospice Care. For several weeks, Susan continued to participate in her normal 

routine. She had visits with family and friends, attended her adult day services program, and 

participated in daily activities within the group home as tolerated. Hospice nurses visited 

routinely to monitor her status (including taking vitals), provide practical guidance and 

emotional support to staff, and facilitate her medication management (e.g. discontinuing non-

essential medication, obtaining prescriptions for routine and PRN medications to control pain 

and other symptoms, dispensing and securing controlled substances in accordance with New 
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Jersey Division of Developmental Disabilities regulations). Everas staff developed a rotating 

schedule where clinical staff members and direct care supervisors would be on-site frequently to 

support and minimize the impact on direct care staff members, many of whom had never 

witnessed serious illness nor experienced a death of someone they knew. Everas clinical staff 

members and supervisors also facilitated conversations with Susan’s housemates, respective of 

their capacity and preferred communication mode; they informed the clients of the disease 

trajectory and imminence of Susan’s death as determined appropriate. 

Two weeks before her death, Susan went home with her mother to celebrate a holiday. 

Her mother coordinated with hospice to facilitate this visit, including arranging her home to 

accommodate Susan’s changing needs (e.g. moving beds to the first floor), obtaining her routine 

and PRN medications, and having an on-call contact number for hospice. The visit went 

relatively well with Susan appearing to be happy throughout their time together. The only 

significant challenge of the visit involved oral administration of morphine, for which Susan’s 

mother needed the help of local family who would soothe Susan while she administered the 

medication every four hours. 

End of Life. A week before her death, Susan remained at the group home becoming 

increasingly restless with periods of increased screaming. This change in presentation was 

treated with more frequent visits by the hospice nurse. In addition, routine and PRN medications 

were added to treat possible pain and other symptoms. In the final days of life, Susan became 

increasingly sedated but was never observed to be comatose.  During these final days, family and 

Everas staff members visited periodically and the hospice nurse remained at the group home 

24/7. 
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Susan died in the morning at the group home after her housemates had left for their day 

services program. He death was witnessed by her hospice nurse and approximately 2-3 Everas 

direct care staff members, who followed established protocol for notifying the appropriate people 

of her passing. In the hour following her death, additional Everas staff members arrived on-site 

as did her mother and another family member. Beginning with the family, each person who 

arrived to the group home had the opportunity to privately observe Susan and say goodbye. The 

funeral home arrived shortly thereafter to transport Susan’s body. At the request of Everas, 

Susan’s body was taken out the front door, as opposed to the garage, with all present staff 

members and her family witnessing. Hospice, in coordination with Everas, disposed of Susan’s 

medications and facilitated the return of her durable medical equipment. Susan’s family 

assumed responsibility for her personal belongings. 

After her Passing. The family coordinated her burial and funeral arrangements, which 

were funded through her Choices Burial Account and held at the family’s local church. The 

services were attended by family, friends of the family, and some Everas staff. A memorial 

service was also held at Susan’s group home several weeks after her passing. There were 36 

people in attendance, including Everas staff, family, and other Everas clients and some of their 

surrogates. A document that memorialized Susan was distributed and a poem was read on the 

back porch in her honor. 

Summary. The case of Susan represented the only instance in this multiple-case study 

where home hospice care was utilized. Further, the data analyzed for this case narrative included 

a record review consisting of one bankers box and three file folders, interviews with five former 

and current Everas staff members who represented all positions within the agency, and an 

interview with her surrogate who had insights not just about her end of life but about her entire 
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lifespan. Susan’s end-of-life trajectory followed the eight phases articulated in Section I. 

Consistent with Section II, this case study illustrated the diverse barriers that arose in the 

provision of home hospice care within a community residence, but it also illustrated the 

opportunities to facilitate person-centered, high-quality care. Overall, Susan’s case study 

illuminated the myriad factors that when transposed make each death unique. An infographic, 

depicting the features of this case, is presented in Appendix D. 
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Chapter V: Discussion 

This chapter presents a three-part discussion of this multiple-case study. First, the 

implications of each of the three distinct findings are discussed in relation to the theories and 

scientific literature in which they are grounded. Next, the limitations of the study’s 

methodologies are articulated. The chapter closes with a discussion of future directions for 

research, policy, and practice. 

Implications 

In the more than 10 years since Botsford and King (2005) noted that “aging and the end 

of life continue to be not only the last but also the least studied stage of life” (p. 22), there has 

been increased attention to the unique issues that impact the experiences of aging adults with IDs 

as they near life’s end (Hahn et al., 2015; Stancliffe, Wiese, & Read, 2017). This study sought to 

contribute to this emergent area of research with three distinct findings presented in Chapter IV. 

The implications of each of these findings, in relation to the theoretical framework and 

contemporary research from which they were conceptualized and analyzed, will be discussed in 

the following sections. 

Illness Trajectory. In their seminal works, Lunney and colleagues modeled (2002) and 

later validated (2003) four distinct end-of-life trajectories: sudden death, terminal illness, organ 

failure, and frailty. They found that decedents who had experienced terminal illness “may 

function reasonably well with their illness for a long time before the illness becomes 

overwhelming and nonresponsive to treatment. Most then decline rapidly, usually dying within a 

6-week ‘terminal’ phase” (Lunney et al., 2002, p. 1109). Their model of the terminal illness 

trajectory was very similar to this study’s model (Figure 1) derived from the plotting of 
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functionality over the last year of life using McCorkle and Pascareta’s (2001) eight phases of 

chronic illness. 

Both models suggest scenarios where decedents are perceived to be falling off a cliff, but 

there are two notable distinctions. First, the level of functioning of decedents with moderate to 

profound IDs, as operationalized by activities of daily living dependencies, was lower during the 

early phases of the trajectory comparative to the general population of people with terminal 

illnesses. People with IDs, as a function of their disability, have significant limitations in 

adaptive behavior; therefore, it is reasonable to expect that their overall functionality regardless 

of serious illness would be lower than that of someone without an ID. Secondarily, the plateau 

observed at the start of Lunney and colleague’s model (2002, 2003) suggests that the onset of the 

terminal illness had little immediate impact on functionality. However, the plateau at the start of 

this study’s model suggests that the intellectual disabilities’ impact on the day-to-day 

functionality of the decedents remained relatively stable in the community residence until the 

onset of symptoms that triggered the terminal diagnosis. This may be attributable, at least in 

part, to the comprehensive care coordination provided in this setting. 

This study marks the first effort to explicate the illness trajectory of aging adults with 

IDs. The study attempted to articulate the experiences of this subpopulation respective of other 

late-life trajectories, while also highlighting the ways in which aging and dying with IDs is a 

distinctly complex experience. The findings and associated model of the illness trajectory for 

aging adults with IDs suggests that community residences offer significant services to support 

the successful management of complex chronic conditions and comorbidities. Within the last 

year of life, Everas staff members provided medication administration services, routine and acute 

care coordination, and advocacy across diverse healthcare settings in all of the study’s cases.  As 
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such, all of the decedents maintained their baseline level of health up until just weeks or months 

before their death. The fragility of their overall health was only apparent when a sign or 

symptom of illness triggered a terminal diagnosis, and the short duration between this diagnosis 

and death left many staff surprised. 

The loss of life is a profound experience for the person who is dying and those who care 

for them. By understanding the trajectory that is likely to precede the deaths of people with IDs, 

they themselves and the people in their lives (e.g. staff, surrogates, family, friends, housemates, 

day program colleagues) are afforded the time necessary to physically, cognitively, and 

emotionally shift toward end-of-life care. In this shifting, they have the opportunity to seek out a 

good death which if free from pain and suffering and in accordance with their uniquely 

expressed wishes. 

Barriers and Facilitators. The Bioecological Theory of Human Development offered a 

conceptual framework for analyzing how the internal processes within the individual and 

intrapersonal processes within the community residences form a reciprocal relationship with the 

external contexts to inform the quality of end-of-life care of the decedents in this multiple-case 

study (Bronfenbrenner, 1986; Lerner, 2005). The use of the theory’s Process-Person-Context-

Time (PPCT) Model supported the identification of facilitators and barriers within each context 

to better understand how a high-quality end of life was realized for aging adults with IDs in 

community residences. The four tenets of the PPCT model, as evidenced in this multiple-case 

study, are described in the following sections. 

Process. Proximal processes are the regularly occurring, progressively complex, and 

reciprocal interactions between an ever-evolving human organism and the persons, objects, and 

symbols in the immediate environment over time (Bronfenbrenner, 2001). In this study, 



      

          

      

        

        

       

       

         

            

              

       

          

         

    

          

              

           

            

           

          

  

          

             

           

105 J.MCGINLEY DISSERTATION 

proximal processes were evident in the profoundly impactful, reciprocal relationships that 

evolved between Everas staff members and each decedent. 

The staff who were interviewed for this study were engaged in deeply meaningful and 

enduring relationships with those decedents they supported. This relationship was memorialized 

in many ways, including regularly visiting gravesites, writing inspired poetry, and posting a 

photo of each person who had died on their wall. Although communication barriers and the 

dynamics of the caregiving relationship changed and challenged these bonds over time, the 

relationships endured through aging, serious illness, the end of life, and into bereavement. 

Person. The person is regarded as the “center of gravity” within the PPCT model; the 

person has biopsychosocial characteristics that they bring with them into any social interaction 

(Bronfenbrenner & Morris, 1998, p. 1013). The unique characteristics of each decedent, 

including their intellectual disabilities, were perceived to contribute to the quality of their end-of-

life care. 

The term “person-centered care” has become so pervasive that it can be challenging to 

understand what it means to regard a person as the center of gravity. For one case, person-

centered care meant overcoming tremendous barriers to facilitate a home death so that a person 

who had a lifelong fear of medical settings could avoid spending her final months of life in a 

hospital. For the decedents in this study, attention to their distinct personality traits throughout 

the lifespan informed how staff and surrogates advocated for them in serious illness and at the 

end of life. 

Context. The context refers to the environment and the interrelated or nested systems in 

which people develop (Bronfenbrenner, 2001; Lerner, 2005; Tudge et al., 2009). Exosystems, or 

the contexts in which individuals are not situated but have significant implications for their 
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development during a given period of time, were particularly relevant to the decedents in this 

study. The exosystems informed the policies and workforce dynamics that often determine the 

quality of their end-of-life experiences. 

The setting for this study provided a context that was not immune to the larger socio-

cultural and political forces that are impacting the quality of care for some of the most vulnerable 

populations, including people with disabilities. In some ways, the efforts of Everas to rapidly 

expand their services over the last seven years have allowed them to remain viable when many 

smaller agencies are consolidating or shuttering all together (Braddock, Hemp, Tanis, Wu, & 

Haffer, 2017). These choices, however, have challenged an agency that has long regarded itself 

as a rare hold-out committed to high-quality services to make compromises around the care they 

can and do provide. 

Time. The concept of time relates to the dynamics of the person in the environment with 

respect to the individual lifespans and socio-cultural evolutions (Lerner, 2005; Tudge et al., 

2009). Microtime, or what occurs during the course of an ongoing microsystem interaction, 

related to the perceptions of congruence or incongruence in the decedent’s death respective of 

their age in this study. 

Time is of the essence in the lives of people with IDs; a tremendous amount of time often 

exists for staff and surrogates to get to know the people they care for, to understand their needs, 

to develop a reciprocal form of communication, and to reflect upon their wishes should they 

become seriously ill. Yet, this time is often missed or not harnessed; and, the accelerated illness 

trajectory revealed how unexpected and surprising death can be when it falls outside the domain 

of what is expected. 
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This study joins a growing body of research triangulating multiple sources of data to 

explore the end-of-life experiences of aging adults with IDs and those who care for them (Hahn 

et al., 2015; Kirkendall et al., 2016; Stancliffe et al., 2017). The facilitators and barriers to high 

quality end-of-life care described in this study highlight the interrelated systems that influence 

the experiences of this subpopulation. While there were no instances where a decedent was 

perceived to have had a bad death, the facilitators to good deaths were complex and dynamic. 

This study offers insights into some of these complexities, including: the evolving rights of 

surrogates to withdraw or withhold life-sustaining treatment; the changing direct care workforce 

and substantial staffing shortages that are growing increasingly dire; and the increasing lifespans 

of a population that until recently had rarely grown old. 

In spanning 10 years, this study elucidated how the quality of end-of-life care for aging 

adults has changed in response to the unique needs of people with profound disabilities who are 

living in community-based settings. While there is increasing research and practice knowledge 

that can both inform and prepare those who will be directly or indirectly supporting this rapidly 

growing subpopulation, there is evidence to suggest that the resources necessary to facilitate 

high-quality care will likely remain lacking over both the short- and long-term (Braddock et al., 

2017; Hahn et al., 2015). Further, the realities of competing demands from diverse stakeholders 

both within and outside the disability community means that the bandwidth for discussions 

around this low prevalence, high intensity subpopulation are limited and particularly so at the 

policy-level. However, this does not diminish the necessity of these efforts and it also serves as 

a call for micro-level action by dedicated individuals committed to this subpopulation, which 

Tuffrey-Wijne and McLaughlin (2015) had previously acknowledged as one of the primary 

determinants of quality end-of-life care. 
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Home Hospice Care. The Medicare Hospice benefit and hospice services are accessible 

to people with IDs, including those who are receiving residential services through the Medicaid 

Home and Community-based Services (HCBS) Waiver (Braddock et al., 2015; Friedman & 

Helm, 2010). National organizations, such as the American Association on Intellectual and 

Developmental Disabilities (2013), have advocated for equitable access to Hospice care for this 

population. However, this benefit and other palliative care services are often underutilized by 

people with IDs (Tuffrey-Wijne et al., 2007; Stein, 2008). 

Those studies that have explored partnerships between hospice agencies and services for 

people with IDs have identified similar issues to those raised in the case study that concluded 

Chapter IV. A four-year study by Cross and colleagues (2012) explored ways to increase access 

to palliative care for people with IDs in South West London. Similar to findings from this study 

set in New Jersey, researchers determined that support across all systems of influence (micro-

meso-exo-macro) and among all positions involved was critical for effective collaboration 

between disability and palliative care providers. A study by Ronnenberg and colleagues (2015) 

reported on efforts to design and test a training intervention to improve collaborations between 

hospice providers and adult day services providers for people with IDs who have serious 

illnesses. They found that collaborations were most effective when there was mutual respect for 

each provider’s unique expertise and when cross-collaborations resulted in the sharing of 

knowledge across disciplines (Ronnenberg et al., 2015). Similarly, Everas – in coordination with 

the IDT – established clear guidelines for the roles and responsibilities of their direct care staff 

and the hospice nurses who frequented the residence. 

The single case study offers a description of how home hospice care was realized for a 

seriously ill person with ID in a community residence, which has been a relatively absent 
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perspective within the available literature that tends to focus on the challenges to collaborations 

between palliative care and disability service providers. This study’s case example of Susan 

demonstrates the feasibility of home hospice care for seriously ill adults with IDs in community 

residences. This study also further reinforces the unique challenges this form of end-of-life care 

raises. The pursuit of home hospice care requires the support of the person with ID, their 

surrogate and/or family, direct care staff and administrators from the community residence, 

healthcare professionals, direct care staff and administrators from the hospice agency, and state 

case managers and administrators. Without the support of all of these individuals, the emotional, 

logistical, and political implications of pursuing this form of care – even when agreed upon as in 

the best interest of the client – can impose insurmountable barriers to maintaining the person 

with IDs at home through the end of their life. 

Yet, distinctly different challenges can arise when this care is not pursued. Undue pain, 

suffering, and distress can accompany end-of-life care that is inconsistent with the wishes of 

someone who is dying, regardless of how those wishes are expressed (Carr, 2017; IOM, 2014). 

For Susan, absent a collaboration between her IDT and hospice, the alternative would have been 

a hospital death that was in direct contradiction with her nonverbal expression of discomfort in 

these settings. Although medicalized care appeared less distressing for the other seven decedents 

represented in this study, their deaths in ICUs, hospice units at hospitals, and nursing homes may 

or may not have aligned with their wishes. These settings did ensure that their pain and other 

symptoms were generally managed as death approached, but it was largely unclear if they 

understood what was happening to them. What was likely evident was that they were in an 

environment that felt, smelled, tasted, sounded, and looked very different from their homes 
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where people knew their favorite foods, understood their unspoken cues, and cared for them 

deeply. 

Limitations 

The intention of qualitative inquiry is the rich description of a particular phenomenon that 

has not been previously or thoroughly explored often due to challenges accessing the target 

population (Patton, 2015; Savage et al., 2015). Overall, this multiple-case study achieved a 

sample size (n = 8 cases) that was sufficiently robust to support theoretical replication to 

elucidate the commonalities in late-life trajectories and differential end-of-life experiences of 

aging adults with IDs in community residences (Yin, 2014). The use of multiple sources of data, 

wherein each case was displayed and described using retained records and a minimum of two 

interviews with staff and/or surrogates, increased the study’s rigor via cross-case and within-case 

analyses (Patton, 2015; Yin, 2014). However, there were limitations to this study’s methodology 

that are important to identify. 

The single study setting (Everas) was selected purposively due to the level of access 

granted to the principal investigator. All of the community residences operated by Everas are 

located in New Jersey, and their operations are directly informed by state laws, policies, and 

procedures (e.g. P.L. 2003, c. 191 [A3458], “Danielle’s Law”; New Jersey Division of 

Developmental Disabilities Circulars). There are findings from this study, such as those 

articulated in the Adapting Policies section, that may not be generalizable to other states that 

operate under their own distinct laws, policies, and procedures. More broadly, however, these 

findings suggest that local policies have implications for individual illness trajectories and end-

of-life experiences; as such, researchers and practitioners must be knowledgeable of and 
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attentive to the reciprocal relationships that exist within their states between policies and 

practices. 

The study was conceived to triangulate three sources of data (e.g. retained records, semi-

structured interviews with staff, semi-structured interviews with surrogates) for each case 

(Charmaz, 2014; Yin, 2014). Recruitment of surrogates was challenged throughout the study 

period in spite of multiple outreach efforts; thus, only one case achieved these three distinct 

sources of data. In the remaining seven cases, within-case triangulation was achieved through 

the systematic review of retained records and semi-structured interviews with multiple Everas 

staff members. As an example of the former in the case of CL-2, Medication Administration 

Records [MARs] were checked against prescriptions and Everas’ doctor appointment forms to 

ascertain medication changes during the last year of life. As an example of the latter in the case 

of CL-4, the perspectives of one direct care staff, two professional staff members, and one 

member of the executive leadership team were compared and contrasted both with the retained 

records and with each other for the purposes of creating an accurate case description. While 

these efforts served to ensure the rigor of the analysis, the depth of the findings may be limited 

due to the absence of surrogates’ perspectives on the illness trajectory and end-of-life 

experiences of the people they supported. 

The inclusion of cases up to 10 years old introduced biases related to immediacy and 

participant recall. The capacity for staff to accurately and thoroughly recall details of a death 

that occurred in 2007 (10 years ago) could have varied from a death that occurred in 2017 (less 

than a year prior). However, participants acknowledged that client deaths were often profound 

and relatively rare events in their tenure with the agency; as a result, their capacity for insightful 

recall was often high given the significance of these events. A participant in this study stated at 
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the end of her interview regarding the first decedent in the study who died in 2008, “I am glad I 

remembered.” For surrogates, a death of a loved can often be the singularly most profound event 

in a person’s life (IOM, 2014); and, it can also be a particularly memorable event for appointed 

guardians who are increasingly engaged as death approaches to make decisions and document 

events (Friedman & Helm, 2010). Additionally, Charmaz (2014) notes, “…collecting a 

substantial amount of data offsets the negative effects of several misleading accounts and thus 

reduces the likelihood of the researcher making misleading claims and writing a superficial 

analysis” (p. 89). The use of a multiple-case study design with three distinct phases of data 

collection contributed in this study to a “substantial amount of data” as prescribed by Charmaz 

(2014, p. 89). 

The study sample, including the decedents in each case and the Everas staff members 

who consented to interviews, was representative of the populations found in the agency, state, 

and nation across some demographic features but less so across others. The decedents were 

predominantly male and Caucasian, with moderate to profound intellectual disabilities that 

appeared to contribute to greater comorbidities and decreased lifespans than those found in the 

general population of people with IDs (Centers for Disease Control & Prevention [CDC], 2015; 

Maulik et al., 2011; Patja et al., 2000). The demographic features of the staff members in the 

study sample were generally representative of those found in the direct care workforce; however, 

the self-selecting participants had tenures that significantly exceeded the turnover rates 

commonly found in the IDs field (Hewitt, Larson, Edelstein, Hoge, & Morris, 2008). As such, 

the findings derived from this purposeful sample may not be generalizable to people with mild 

IDs nor are their end-of-life scenarios necessarily reflective of the experience of people with IDs 

from racially and ethnically diverse populations. Further, the perspectives of more transient 
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members of the direct care workforce are not represented in this study and as such some 

important facilitators and barriers to high quality end-of-life care, including those related to 

workforce challenges, may not be fully represented in the reported findings. 

Future Directions 

This study offers some findings that further our collective understanding of the emergent 

phenomenon of aging and dying with intellectual disabilities. The study, in both its findings and 

limitations, also illuminates areas for future research, policy, and practice. In fact, to thoroughly 

address the profound issues facing aging adults with IDs and those who care for them, it will be 

necessary for researchers, policy makers, and practitioners to work collaboratively to affect 

change. 

Research. The Quality of Death and Dying scale was administered to staff members and 

the surrogate in its respective form during semi-structured interviews (see: Appendices B and C). 

Some questions prompted qualitative responses that were incorporated into the datasets utilized 

for the various analyses employed in this multiple-case study. However, participants’ responses 

to the scaled questions ranged from uncertainty to frustration, as it required them to reflect 

retrospectively on their perceptions of the end-of-life experiences of someone who often had 

severely impaired expressive communication skills both as a result of their intellectual disability 

and serious illness. The validity and reliability of the quantitative responses was indeterminate; 

therefore, they were excluded from the results. Separate from these methodological challenges is 

what they serve to illustrate for future research. It is important that the quality of death and 

dying for this emergent subpopulation be systematically explored; however, researchers must 

exercise caution when employing scales that have been normed on the general population and 
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instead either seek, adapt, or develop scales that can understand the distinct end-of-life 

experiences of people with IDs and their caregivers. 

The illness trajectory model (Figure 1) that emerged from the analysis of this study’s 

dataset requires further explication. This model was developed from a sample that consisted of 

people with moderate to severe IDs in community residences within one state. Similar to the 

progressive work of Lunney and colleagues (2002, 2003), a larger and more diverse dataset 

would allow for the testing of functional decline patterns to determine the validity of the model 

presented or the articulation of distinct variations. A scoping review by Putnam and colleagues 

(2016) identified several large-scale datasets that had variables specific to aging and disability, 

any which could be sufficiently robust for cohort analyses across types of serious illnesses, 

severity of disabilities, and demographics by age, region, and type of residence. 

Practice. The challenges facing the direct care workforce are significant and difficult to 

overstate. Everas staff who were interviewed for this study represented all levels of the 

organizational hierarchy, and each person mentioned the challenges of the evolving workforce 

and the staffing shortages that have become pervasive. These challenges are not unique to 

Everas; in fact, the authors of The State of the States in Intellectual Disabilities (2017) cited the 

direct care workforce as the number one challenge to meeting the needs of people with IDs. As 

it relates to aging and seriously ill adults with IDs, the progressive challenges with the workforce 

directly impacts the ability of staff to be on-site 24/7 during extended hospitalizations; to 

maintain regular contact when transitions to nursing home care are necessitated; and to provide 

the highest possible quality of services in the least-restrictive environment. To rectify this, 

Everas and other agencies supporting people with IDs must advocate with local, state, and 

federal governments to address “near-poverty level wages and benefits” for the direct care 
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workforce if they are to sustain their quality of services and reduce turnover rates (Braddock et 

al., 2017, p. 23). 

In the study setting, staff training on issues of aging and end of life were not mandated 

but rather discretionary respective of client needs. There was also little evidence to suggest that 

discussions of staff members’ experiences and comfort with aging, serious illness, death, and 

bereavement were systematically or consistently included in the hiring process or as part of 

ongoing supervision. Given the demographics of the agency’s aging population and the uptick in 

the number of deaths per year, it is increasingly likely that all agency staff will be involved in the 

care of someone who is aging or seriously ill. It is also likely they will be supporting someone at 

life’s end and/or in bereavement. Organizations like the one represented in this study must be 

cognizant that these experiences might be new domains within staff members’ personal and 

professional lives; a client death might mark their first encounter with loss. As best practices, 

organizations should consider mandatory training for all staff on issues within this substantive 

area of practice; regular processing opportunities in individual supervision and staff meetings 

about clients’ aging and loss; and policies and procedures that articulate standardize practices for 

supporting staff members in bereavement. In addition, agencies should consider the ways in 

which they can translate these efforts to others who might have been impacted by the loss, 

including surrogates and families, housemates or roommates, day program colleagues, neighbors, 

and others who knew and cared for the deceased. 

Policy. The New Jersey Division of Developmental Disabilities issues Division Circulars 

that inform and enforce policies for community residences and other settings where people with 

IDs receive services, such as Division Circular #10 for “Health Care”. In addition, the 

legislature passes public laws that inform the delivery of care to people with IDs, such as 
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Danielle’s Law. The challenge with these policies, as evidenced in this multiple-case study, is 

that they often fail to consider the multitude of scenarios that can arise as people with IDs age, 

become seriously ill, and reach the end of life. The growing population should signal policy 

makers and legislatures to amend policies that directly or indirectly impede the ability of people 

to die in accordance with their and their surrogates’ expressed wishes. 

Beginning in 2015, Medicaid reimbursement for home and community-based services, 

such as those rendered in community residences, became contingent upon person-centered 

service plan being documented and followed. In this multiple-case study, these plans were 

evidenced in the form of Individualized Habilitation Plans (IHPs). While these plans attended to 

many domains within a person’s life, they did little to articulate specific needs and services 

related to aging and end-of-life care. Short of discussions related to guardian successorship and 

burial accounts, there was no evidence to suggest that agencies were being regularly prompted to 

engage people with IDs, their surrogates, and other members of the IDT in discussion about later 

life transitions even when these circumstances were imminent. This may have contributed to the 

perception of these scenarios as unexpected and surprising. To address this issue and the 

challenges it poses for services, policy makers at CMS and state-level agencies that administer 

Medicaid services (such as NJ-DDD) should consider opportunities to require advance care 

planning as part of the person-centered planning process. 

Conclusion 

People with intellectual disabilities have the capacity to die well. Their ability to do so is 

at least partially predicated on an understanding of their unique illness trajectories, for which this 

study offers a preliminary model. Their ability to do so is often also determined by the capacity 

of those who support them to moderate barriers and harness facilitators, which can exist in 
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relationships, within the person, across multiples contexts, and over time. The case study of 

Susan offers evidence that a good death for someone with profound disabilities can be realized 

but not without challenges. 

The case of Susan could quickly become a relic of a time long ago when healthcare 

systems had the resources and capacity to support diverse needs; providers and policy makers 

were empowered to be wholly responsive to the needs of individuals; and paid caregivers and 

surrogates worked in collaboration to realize a shared goal. But it could also become an 

exemplar that motivates practitioners, policy makers, and researchers to work in collaboration to 

make the experiences of other aging adults with IDs known.  

This study offers practitioners knowledge that can be used to advocate for additional 

resources for staffing and end-of-life care; it illustrates opportunities to develop specialized 

training for those they employee, support, and serve. This study offers policy makers insights 

into how best to amend laws and guidelines to accommodate the distinct needs that arise as 

people with IDs age, become seriously ill, and reach the end of life; it also sheds light on the 

opportunity to promote advance care planning within person-centered plans ahead of these 

significant late-life events. Finally, this study calls researchers to test and validate the findings 

expatiated here with the recommendation that persons with IDs are made the center of gravity in 

these efforts, in the spirit of Nothing About Us, Without Us. Above all, this study is a call to 

action for individuals to empower themselves and seek diverse opportunities to support the 

anticipated 1.2 million aging Americans with IDs so that they may die free of pain and suffering 

and in accordance with their wishes. 
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Appendix A 
Record Review Instrument 

1. Case Code (Researcher Assigned): _________________________________________ 
2. Review Notes: 

a. Review Began: __________ Review Ended: __________ 
b. Total Time of Review: __________ 
c. Record Form: Paper Electronic Both 
d. Length of Record: _________ 

Demographic Information 
3. Age at Death: _________________________________________ 

4. Gender: _____ Male _____ Female _____ Other 

5. Race/Ethnicity: _________________________________________ 

6. Educational Level: _________________________________________ 

7. Marital Status: _________________________________________ 

8. Residence: _________________________________________ 

9. Disability: 

a. Type: _________________________________________ 

b. Severity: _____ Mild _____ Moderate _____ Severe 

10. Appointed Guardian: 

a. _____ Yes _____ No 

b. Relationship: _____ Family _____ BGS _____Other 

Describe: _________________________________________ 

c. Form: _____ General _____ Limited 

Describe: _________________________________________ 
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Illness Trajectory 
11. Diagnosis and Prognosis: 

Diagnosis (Date) Prognosis 
a. a. 
b. b. 
c. c. 
d. d. 
e. e. 
f. f. 
g. g. 
h. h. 
i. i. 
j. j. 

12. Symptoms: 
Symptom Date of 

Onset 



      

       
 

      
 

      
 

    
 

 
 

 
 

       
 

    
 

      
 

      
 

     
 

 
 

 
 

     
 

 
 

 
 

       
 

     
 

    
 

      
 

     
 

 
 

 
  

_________________________________________ 

_________________________________________ 

_________________________________________ 

_________________________________________ 

_________________________________________ 

_________________________________________ 

_________________________________________ 

120 J.MCGINLEY DISSERTATION 

13. Medical Care in last year of life: 

a. Primary Care Visits (PC): n = _____ 

b. Specialist Visits (SPEC): n = _____ 

i. Describe: _________________________________________ 

c. Emergency Room Visits (ER): n = _____ 

i. Admitted: n = _____ 

ii. Not Admitted: n = _____ 

d. Hospital Stays (HOSPITAL): n = _____ 

i. Length of Stay(s): _________________________________________ 

ii. Describe: _________________________________________ 

_________________________________________ 

e. Hospice (HOSPICE): n = _____ Yes _____ No 

i. _____ In-Patient _____ Home _____ Other 

ii. Length of Stay/Service: ________________________________________ 

f. Medication Changes (MED): n = _____ 

i. Describe: _________________________________________ 



      

           
      

 
     

   
 

   
 

   
 

   
 

   
 

 
 

 

             

             

             

             

             
 

             

             

  

 

            

                     
   

                      
 
  

121 J.MCGINLEY DISSERTATION 

14. Interdisciplinary Team Meetings (IDT) in last year of life: n = _____ 
Purpose (Date) Outcome Advance Care Plans 

Discussed? 
(Y/N – If Y, Describe) 

MONTH 1 2 3 4 5 6 7 8 9 10 11 12 

PC 

SPEC 

ER 

HOSPITAL 

HOSPICE 

MED 

IDT 

# of DAYS 
in Group 

Home 
• Mark the cell with an “X” if that event occurred within the associated month. If it occurred multiple times in the associated month, 

denote frequency (e.g. X4). 
• Note: Month #1 = one year before death; Month #6 = six months before death; Month #12 = last month of life 
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15. Advance Directives: _____ Yes _____ No 

a. Proxy Directive (Health Care Proxy, Health Care Power of Attorney) 

i. _____ Yes 

ii. Date Signed: 

iii. Describe: 

_____ No 

b. Instruction Directive (Living Will) 

i. _____ Yes _____ No 

ii. Date Signed: _________________________________________ 

iii. Describe: _________________________________________ 
_________________________________________ 
_________________________________________ 

c. Do Not Resuscitate Orders (DNR Order & OOHDNR Order) 

i. _____ Yes _____ No 

ii. Date Signed: _________________________________________ 

iii. Describe: _________________________________________ 
_________________________________________ 
_________________________________________ 

d. Do Not Intubate (DNI) Order 
i. _____ Yes _____ No 

ii. Date Signed: _________________________________________ 

iii. Describe: _________________________________________ 
_________________________________________ 
_________________________________________ 

e. Do Not Hospitalize (DNH) Order 
i. _____ Yes _____ No 

ii. Date Signed: _________________________________________ 
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iii. Describe: _________________________________________ 

a. Practitioner Orders for Life Sustaining Treatment (POLST) 
iv. _____ Yes _____ No 

v. Date Signed: _________________________________________ 

vi. Describe: _________________________________________ 

b. Other Orders or Planning Documents 
vii. _____ Yes _____ No 

viii. Date Signed: _________________________________________ 

ix. Describe: _________________________________________ 
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Appendix B 
Staff Interview Guide 

Interviewer Instructions: The questions below are for Everas staff who were directly or 
indirectly involved in the care of a person with IDs who died within the last 10 years and was 
receiving services from the agency at the time of their death. 

1. Interview Code (Researcher Assigned): _______________________________________ 
2. Notes: 

a. Interviewer Initials: __________ 
b. Date of Interview: __________ 
c. Location of Interview:_________________________________________ 
d. Total Time: __________ 

Introduction: Describe the interview, complete the informed consent – including workplace 
interviews, privacy/anonymity/confidentiality, and discuss audiotaping. 
First – I would like to ask you some questions about yourself. 
Demographic Information 

3. Age: _________________________________________ 

4. Gender: _____ Male _____ Female _____ Other 

5. Race/Ethnicity: _________________________________________ 

6. Educational Level: _________________________________________ 

7. Role at the Agency: 

a. Title: _________________________________________ 

b. Location: _____ Main Office _____ Group Home: ________________________ 

8. Tenure: 

a. Length of Time in Field (Years/Months): _______________________________ 

b. Length of Time at Everas* (Years/Months): ______________________________ 

c. Length of Time in Current Position (if still employed; Years/Months): _________ 

9. Prior Experience: 

a. Serious Illness, Self: _____ Yes _____ No 

b. Serious Illness, Loved One: _____ Yes _____ No 

c. Serious Illness, Client: _____ Yes _____ No 

d. Serious Illness, Everas Client: _____ Yes _____ No # _____ 

e. Death, Loved One: _____ Yes _____ No 

f. Death, Client: _____ Yes _____ No 

g. Death, Everas Client†: _____ Yes _____ No # _____ 

* Verify employment was between 2007 and 2017. 
† Verify had indirectly or directly cared for Everas client who died between 2007 and 2017. 
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Next, I would like to ask you some open-ended questions about your experiences with clients of 
Everas who died between 2007 and 2017. 

Open-ended Questions 

10. Of the clients you have supported at Everas since 2007, can you recall the most recent or 
memorable case of a client who died‡? 

a. Can you please tell me a little bit about that client – where they lived, how old 
they were when they died, their diagnoses, their interests? 

b. How long had you known that client for? 
c. How would you describe your role in their life? 
d. Thinking about specific time periods, can you tell me what you recall from their: 

last year of life, last six months of life, last month of life, last week of life, last 
day of life, last few minutes of life? 

e. Can you briefly describe what happened in the moments, days, and weeks 
following their death? 

11. Of the clients you have supported at Everas since 2007, can you recall the most recent or 
memorable case of a client whose care could not be managed in the group home and 
permanently transitioned to another care setting (e.g. a nursing home)? 

a. Can you please tell me a little bit about that client – where they lived, how old 
they were when they died, their diagnoses, their interests? 

b. How long had you known that client for? 
c. How would you describe your role in their life? 
d. Can you tell me about what you recall from this decision – how it was reached 

and who was involved in the decision-making? 
e. Can you tell me what you recall from their last year in the group home? 

‡ If the staff person has experienced more than one death, repeat questions 10 through the end of the survey for each 
subsequent death. 



      

                 
              

            
            
            

       

           

           
              

          

 

Terrible Almost Perfect Don't 
Experience Experience Know 

1. Appear to have his/her 
0 1 2 3 4 5 6 7 8 9 10 D 

pain under control 

2. Appear to have control 
D over what was going on 0 1 2 3 4 5 6 7 8 9 10 

around him/her 

3. Be able to feed 0 1 2 3 4 5 6 7 8 9 10 D 
himself/herself 

4. Appear to breathe 
0 1 2 3 4 5 6 7 8 9 10 D 

comfortllbly 

5. Appear to feel at peace 
0 1 2 3 4 5 6 7 8 9 10 D 

with dying 

6. Appear to be unafraid 
0 1 2 3 4 5 6 7 8 9 10 D 

of dying 

7. Laugh, smile 0 1 2 3 4 5 6 7 8 9 10 D 

8. Appear to keep his/her 
0 1 2 3 4 

dignity and self-respect 5 6 7 8 9 10 D 

9. Spend time with his/her 
0 1 2 3 4 

family or friends 5 6 7 8 9 10 D 

10. Spend time alone 0 1 2 3 4 5 6 7 8 9 10 D 
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Next, I would like to ask you some more specific questions about the client you just recalled. The 
following questions are about experiences that your client may have had during the last year of 
his/her life. In answering these questions, please base your ratings on how you think these 
experiences affected the quality of your patient’s dying and death, not how you think your patient 
would have rated these experiences. We understand that you were not present the whole time, 
but please make your best estimate. 

Excerpted: Quality of Death and Dying (Healthcare Provider After Death Version) 

On the rating scale below, 0 = “a terrible experience” and 10 = “an almost perfect 
experience”. If your patient did not have, or did not appear to have, a particular experience or 
if you do not know enough to rate it, please say “don’t know.” 



      

 
 
  

Terrible Almost Perfect Don't 
Experience Experience Know 

11. Be touched or 0 2 3 4 5 
hugged by loved ones 

6 7 8 9 10 D 

12. Say goodbye to loved 
0 2 3 4 5 6 7 8 9 10 D 

ones 

13. Clear up bad feelings 
0 2 3 4 5 6 7 8 9 10 D 

with others 

14. Have one or more D 
visits from a religious 0 2 3 4 5 6 7 8 9 10 
or spiritual advisor 

15. Have a spiritual 
D service or ceremony 0 2 3 4 5 6 7 8 9 10 

before his/her death 
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MEDICAL CARE AT THE END OF LIFE 

The following questions are about aspects of medical care that your patient received 

in the ICU. 

la. Did your patient receive mechanical ventilation during his or her stay in the ICU? 

(Circle one number) 

1 Yes 

2 No 

3 Don't know >»>»»,» Go to Question 2a, 

b. How would you rate this aspect of your patient's dying experience? 
(Circle one number) 

Terribl 
e 0 1 2 3 4 5 6 7 8 9 10 

Almost 
Pertee 

t 

2a. Did your patient receive dialysis during his or her stay in the ICU? (Circle one 
number) 

1 Yes 

2 No 

3 Don't know >>>>>>>>>> Go to Question 3a. 

b. How would you rate this aspect of your patient's dying experience? 
(Circle one number) 

Terribl 
e 0 2 3 4 5 6 7 8 9 10 

Almost 
Perfec 

t 

Don't 
Know 

□ 

Don't 
Know 

D 
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Excerpted: Quality of Death and Dying (Healthcare Provider After Death Version) 

The next questions are about aspects of medical care the client received in the ICU or any other 
setting they were at the end of life (hospital, hospice, etc§.). On the rating scale below, 0 = “a 
terrible experience” and 10 = “an almost perfect experience”. If your patient did not have, or 
did not appear to have, a particular experience or if you do not know enough to rate it, please 
say “don’t know.” 

§ If the client was not in the ICU at the time of death, please replaced ICU with the appropriate setting. 



      

 

 
  

3a. Do you think that your patient received the right amount of sedation during his or 
her stay in the ICU? (Circle one number) 

1 Yes 

2 No 

3 Don't know >>>>>>>>>> Go to Question 4a. 

b. How would you rate this aspect of your patient's dying experience? 
(Circle one number) 

Terribl 
e 0 2 3 4 5 6 7 8 9 10 

Almost 
Perfec 

t 

4a. Did your patient discuss his or her wishes for end of life care with his or her doctor -

- for example, resuscitation or intensive care? (Circle one number) 

1 Yes 

2 No 

3 Don't know >>>>>>>>>> Go to Question 5. 

b. How would you rate this aspect of your patient's dying experience? 
(Circle one number) 

Terribl 
e 0 2 3 4 5 6 7 8 9 10 

Almost 
Perfec 

t 

5. Do you think that your patient was kept alive too long? (Circle one number) 

1 Yes 

2 No 

3 Don't know, unsure 

Don't 
Know 

□ 

Don't 
Know 

□ 
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The next questions are .about your patient's moment of death. 

la. Was anyone, including family, friends or staff, present at the moment of your 
patient's death? (Circle one number) 

1 Yes 

2 No 

3 Don't know >>>>>>>>>> Go to Question 2a. 

b. How would you rate this aspect of your patient's death? (Circle one number/ 

Terribl 
e 

0 2 3 4 5 6 7 8 9 10 

2a. In the moment before your patient's death, was he/she: (Circle one number) 

1 Awake 

2 Asleep 

3 In a coma or unconscious 

4 Don't know >>>>>>>>>> Go to Question 3 

b. How would you rate this aspect of your patient's death? (Circle one number) 

Terribl 
e 0 2 3 4 5 6 7 8 9 10 

Almost 
Perfec 

t 

Almost 
Perfec 

t 

3. Overall, bow would you rate the quality of your patient's dying? (Circle one number) 

Terribl 
e 0 2 3 4 5 6 7 8 9 10 

Almost 
Perfec 

t 

Don't 
Know 

D 

Don't 
Know 

□ 

Don't 
Know 

□ 
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Excerpted: Quality of Death and Dying (Healthcare Provider After Death Version) 

The next questions are about this client’s moments before death. On the rating scale below, 0 = 
“a terrible experience” and 10 = “an almost perfect experience”. If your patient did not have, 
or did not appear to have, a particular experience or if you do not know enough to rate it, please 
say “don’t know.” 
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12. Since 2007, have there been any other clients who have died at Everas (If yes, Repeat 
Question 10a-10e and the excerpted QODD – Complete separate Interview Guide.) 

13. Are there any other staff – past or present – who are familiar with the case(s) you 
described and whom you think I should contact? If so, do you have an email address or 
mailing address for these individual(s)? 

14. Is there anything else about your experiences with the death of clients while working at 
Everas Community Service that you would like to share with me? 

15. If I have additional questions or require clarification about what you shared, may I 
contact you for a brief follow-up interview: ___ Yes ___ No 

Preferred Mode: ___ Telephone _______________________________ 
___ Email _______________________________ 
___ Mail _______________________________ 

_______________________________ 
_______________________________ 

Closing: Thank you very much for your time and the insights you shared; I am most grateful. 
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Appendix C 
Surrogate Interview Guide 

Interviewer Instructions: The questions below are for surrogates who were directly or 
indirectly involved in or otherwise knowledgeable about the care of a person with IDs who died 
within the last 10 years and was receiving services from Everas at the time of their death. 

1. Interview Code (Researcher Assigned): 

2. Notes: 
a. Interviewer Initials: __________ 
b. Date of Interview: __________ 
c. Location of Interview:_________________________________________ 
d. Total Time: __________ 

Introduction: Describe the interview, complete the informed consent – including 
privacy/anonymity/confidentiality, and discuss audiotaping. 
First – I would like to ask you some questions about yourself. 
Demographic Information 

3. Age: _________________________________________ 

4. Gender: _____ Male _____ Female _____ Other 

5. Race/Ethnicity: _________________________________________ 

6. Religious Preferences: _________________________________________ 

7. Educational Level: _________________________________________ 

8. Relationship to the Deceased Individual with ID: 

a. _____ Family, Describe: _______________________________ 
_____ Friend 
_____ BGS 

b. How long did you know the person for? _____ years 
c. (If applicable) How long did you serve as the person’s guardian? _____ yr 
d. Would you describe yourself as: ____ Directly Involved 

____ Indirectly Involved 
____ Knowledgeable About** 

** 

directly applies to surrogates who served as appointed guardians; 
indirectly applies to family, friend, and/or advocate who were not an appointed guardian but were involved in decision-making within the 
deceased person’s last year of life; and 
knowledgeable applies to family, friend, and/or advocate who were aware of the deceased person’s and/or the surrogate’s experiences within the 
last year of life. 
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9. Prior Experience, have you ever experienced the following? Check box for all that apply. 

Advance Care Serious Illness Death 
Planning 

Self N/A 

Loved One 

Designee 
(by appointment or proxy) 

Next, I would like to ask you some open-ended questions about your experiences with the person 
with IDs who died between 2007 and 207 and for whom you were the family, friend, advocate, or 
guardian. 

Open-ended Questions 

10. Can you please tell me a little bit about (INSERT NAME OF DECEDENT) – where they 
lived, how old they were when they died, their diagnoses, their interests? 

11. How would you describe your role in their life? 
12. Thinking about specific time periods, can you tell me what you recall from their: 

a. last year of life, 
b. last six months of life, 
c. last month of life, 
d. last week of life, 
e. last day of life, and 
f. last few minutes of life? 

13. Can you briefly describe what happened in the moments, days, and weeks following their 
death? 



      

                
                

           
            

            
          

         

           
            
                

           
         

             
                

          
           

  

                                                
 

   

   

   During the last several days that~----~was in the ICU: 

la. 

b. 

Terrible 

How often did appear to have his/her pain under control? ~----~ 
(Circle one number) 

0 None of the time 

1 A little bit of the time 

2 Some of the time 

3 A good bit of the time 

4 Most of the time 

5 All of the time 

6 Don't know >>>>>>>>>> Go to Question 2a. 

How would you rate this aspect of dying experience? ~----~ 
(Circle one number) 

0 1 2 3 4 5 6 7 8 9 10 
Almost 
Perfec 
t 
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Next, I would like to ask you some more specific questions about this person’s experiences at the 
end-of-life. Some of these questions may be difficult to answer because you may not have had all 
these experiences. Other questions may be hard to answer because they remind you of a difficult 
emotional time. Please feel free to skip questions that you find too difficult to answer. This 
questionnaire will be kept entirely confidential. None of the staff who provided care to (INSERT 
NAME OF DECEDENT) will see any of your answers. 

Excerpted: Quality of Death and Dying (Family Member/Friend After Death Version††) 

From your perspective, we would like to know how often (INSERT NAME OF DECEDENT) had 
the experiences described below. Please pick a number from 0 to 5 with “0” indicating “none of 
the time” and “5” indicating “all of the time”. Then, we would like you to rate this aspect of 
(INSERT NAME OF DECEDENT)’s dying experience on a scale from 0 to 10, where “0” is a 
“terrible experience”, and “10” is an “almost perfect experience”. 

Please make your best effort to choose a number, even if you are not completely certain of the 
answer. If you cannot pick a number, please state “Don’t Know” so that we will know that this is 
a question you cannot answer. We want you to choose a number based on your experience, not 
what you think your (INSERT NAME OF DECEDENT) might have answered. 

NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 



      

 

 

   

   

2a. 

b. 

Terrible 

How often did appear to have control over what was going on ~----~ 
around him/her? (Circle one number) 

0 None of the time 

1 A little bit of the time 

2 Some of the time 

3 A good bit of the time 

4 Most of the time 

5 All of the time 

6 Don't know >>>>>>>>>> Go to Question 3a. 

How would you rate this aspect of.__ ____ __, dying experience? 
(Circle one number) 

0 1 2 3 4 5 6 7 8 9 10 
Almost 
Pertee 
t 
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NAME OF DECEDENT 

NAME OF DECEDENT 



      

 

 

   

   

   

  

   

During the last several days that~----~ was in the ICU: 

Ja. 

b. 

Terrible 

4a. 

b. 

Terrible 

How ofte.n was able to feed ber/himselJ? (Circle one number) 
'-------' 

0 None of the time 

1 A little bit of the time 

2 Some of the time 

3 A good bit of the time 

4 Most of the time 

5 All of the time 

6 Don't know >>>>>>>>>>Goto Question 4a. 

How would you rate this aspect of dying experience? '------~ 
(Circle one number) 

0 1 2 3 4 5 6 7 8 

How often did appear to breathe comfortably? '------~ 
(Circle one number) 

0 None of the time 

1 A l ittle bit of the time 

2 Some of the time 

3 A good bit of the time 

4 Most of the time 

5 All of the time 

6 Don't know >>>>>>>>>> Go lo Question 5a. 

9 

How would you rate this aspect of dying experience? '------~ 
(Circle one numbec/ 

0 1 2 3 4 5 6 7 8 9 

10 

10 

Almost 
Pertee 
t 

Almost 
Pertee 
t 
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NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF 

NAME OF DECEDENT 



      

   

  

   

During the last several days that~----~was in the ICU: 

Sa. 

b. 

Terrible 

How often did appear to feel at peace with dying? ~----~ 
(Circle one number) 

0 None of the time 

A little bit of the time 

2 Some of the time 

3 A good bit of the t ime 

4 Most of the time 

5 All of the time 

6 Don't know >>>>>>>>>> Go to Question 6a. 

How would you rate this aspect of~----~dying experience? 
(Circle one number) 

0 1 2 3 4 5 6 7 8 9 10 
Almost 
Pertee 
t 
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NAME OF DECEDENT 

NAME OF 

NAME OF DECEDENT 



      

 

 

 

   

   

   

   

   

6a. How often did appear to be unafraid of dying? (Circle one number) 

b. 

Terrible 

0 None of the time 

1 A little bit of the time 

2 Some of the time 

3 A good bit of the time 

4 Most of the time 

5 All of the time 

6 Don't know >>>>>>>>>> Go to Question 7a. 

How would you rate this aspect of~----~ dying experience? 
(Circle one number) 

0 1 2 3 4 5 6 7 8 9 

During the last several days that ~I ----~lwas in the ICU: 

7a. 

b. 

Terrible 

How often did~ ____ _,laugh and smile? (Circle one number) 

0 None of the time 

1 A l ittle bit of the time 

2 Some of the time 

3 A good bit of the time 

4 Most of the time 

5 All of the time 

6 Don't know >>>>>>>>>> Go to Question Ba. 

How would you rate this aspect of~----~dying experience? 
(Circle one number) 

0 1 2 3 4 5 6 7 8 9 

10 

10 

Almost 
Pertee 
t 

Almost 
Pertee 
t 
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NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 



      

 

   

   

   

  

   

Sa. How often did appear to keep his/her dignity and self-respect? ..___, ____ ~ 

b. 

Terrible 

(Circle one number) 

0 None of the time 

1 A l ittle bit of the time 

2 Some of the time 

3 A good bit of the time 

4 Most of the time 

5 All of the time 

6 Don't know >>>>>>>>>> Go to Question 9a. 

How would you rate this aspect of ..___, ____ __, dying experience? 
(Circle one number) 

0 1 2 3 4 5 6 7 8 9 10 

During the last several days that.__ ____ __, was in the ICU: 

9a. 

b. 

Terrible 

How often did spend time with his/her family or friends? ..___, ____ ~ 
(Circle one number) 

0 None of the time 

1 A little bit of the time 

2 Some of the time 

3 A good bit of the time 

4 Most of the time 

5 All of the time 

6 Don't know >>>>>>>>>> Go lo Question 10a. 

How would you rate this aspect of dying experience? 
'--------' 

(Circle one numbe,;) 

0 1 2 3 4 5 6 7 8 9 10 

Almost 
Perfec 
t 

Almost 
Perfec 
t 
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NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF 

NAME OF DECEDENT 



      

 

          

         
              

           
   

 

   

   

   

   

   

10a. How often did'------' spend time alone? (Circle one number) 

0 None oHhe time 

b. 

Terrible 

1 A little bit of the time 

2 Some of the time 

3 A good bit of the time 

4 Most of the time 

5 All of the time 

6 Don't know >>>>>>>>>> Go to Question 11a. 

How would you rate this aspect of.__ ____ ~ dying experience? 
(Circle one number) 

0 1 2 3 4 5 6 7 8 9 

During the last several days that.__ ____ ~ was in the ICU: 

10 
Almost 
Pertee 
t 

lla. Was'-____ _, touched or hugged by his/her loved ones? (Circle one number)) 

1 Yes 

2 No 

3 Don't know >>>>>>>>>>Goto Question 12a. 

b. How would you rate this aspect of .__ ____ __,dying experience? 
(Circle one number) 

Terrible 0 1 2 3 4 5 6 7 8 9 10 
Almost 
Pertee 
t 
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NAME OF DECEDENT 

NAME OF DECEDENT 

Excerpted: Quality of Death and Dying (Family Member/Friend After Death Version) 

The following questions are answered with either a “Yes” or “No” based on whether (INSERT 
NAME OF DECEDENT) did certain activities. Please rate the quality of that aspect of the dying 
experience. Again, we are asking you to focus on (INSERT NAME OF DECEDENT)’s last 
several days. 

NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 



      

 
 

 

  

   

   

   

   

   

12a. Were all of health care costs taken care of? (Circle one number) 
'--------' 

b. 

Terrible 

1 Yes 

2 No 

3 Don't know >>>>>>>>>> Go lo Question 13a. 

How would you rate this aspect of dying experience? 
(Circle one number) '--------' 

0 1 2 3 4 5 6 7 8 9 

During the last several days that.__ ____ __,was in the ICU: 

13a. Did '------~say goodbye to loved ones? (Circle one number) 

1 Yes 

2 No 

3 Don't know >>>>>>>>>> Go lo Question 14a. 

10 

b. How would you rate this as:pect of dying experience'? 
'--------' 

(Circle one number) 

Terrible 0 1 2 3 4 5 6 7 8 9 10 

Almost 
Pertee 
t 

Almost 
Pertee 
t 
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NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 



      

 

  

   

  

   

14a. Did ._l ____ _,I clear up any bad feelings with others? (Circle one number) 

Yes 

2 No 

3 Don't know >>>>>>>>>>Goto Question 15a. 

b. How would you rate this aspect of,__ ____ __,dying experience? 
(Circle one number) 

Terrible 0 1 2 3 4 5 6 7 8 9 10 
Almost 
Pertee 
t 

!Sa. Did ._ ____ _, have one or more visits from a religious or spiritual advisor? 

b. 

Terrible 

(Circle one number) 

Yes 

2 No 

3 Don't know >>>>>>>>>>Goto Question 16a. 

How would you rate this aspect of,__ ____ __,dying experience? 
(Circle one numbe,;) 

0 1 2 3 4 5 6 7 8 9 10 
Almost 
Pertee 
t 
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NAME OF 

NAME OF DECEDENT 

NAME OF 

NAME OF DECEDENT 



      

 

 

   

  

   

  

   

During the last several days thad,_ ____ __,lwas in the ICU: 

16a. Did..._l ____ _,I have a spiritual service or ceremony before his/her death? 

b. 

Terrible 

(Circle one number) 

1 Yes 

2 No 

3 Don't know >>>>>>>>>> Go lo Question 17a. 

How would you rate this aspect of dying experience? 
'---------' 

(Circle one number) 

0 1 2 3 4 5 6 7 8 9 10 
Almost 
Pertee 
t 

17a. Did .... I ----~I receive a mechanical ventilator (respirator) to breathe for 

b. 

Terrible 

him/her? (Circle one number) 

1 Yes 

2 No 

3 Don't know >>>>>>>>>> Go lo Question 18a. 

How would you rate this aspect o~'-------~ldying experience? 
(Circle one number) 

0 1 2 3 4 5 6 7 8 9 10 
Almost 
Pertee 
t 

143 J.MCGINLEY DISSERTATION 

NAME OF DECEDENT 

NAME OF 

NAME OF 

NAME OF DECEDENT 

NAME OF DECEDENT 



      

 

  

  

   

18a. Did '-----~receive dialysis for his/her kidneys? (Circle one number) 

1 Yes 

2 No 

3 Don't know >>>>>>>>>> Go lo Question 19a. 

b. How would you rate this aspect of._ _____ _,dying experience? 
(Circle one number) 

Terrible 0 1 2 3 4 5 6 7 8 9 10 
Almost 
Pertee 
t 
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NAME OF 

NAME OF DECEDENT 



      

          

             
             

  

 

  

   

   

   

   

19a. Did._ ____ ~ have his or her funeral arrangements in order prior to death? 
(Circle one number) 

b. 

Terrible 

1 Yes 

2 No 

3 Don't know >>>>>>>>>> Go to Question 20a. 

How would you rate this aspect of._ ____ __, dying experience? 
(Circle one number) 

0 1 2 3 4 5 6 7 8 9 10 
Almost 
Pertee 
t 

20a. Did,__ ____ _, discuss his or her wishes for end of life care with his/her 

b. 

Terrible 

doctor -- for example, resuscitation or intensive care? (Circle one number) 

1 Yes 

2 No 

3 Don't know >>>>>>>>>> Go to Question 21a. 

How would you rate this aspect of._ ____ __, dying experience? 
(Circle one number) 

0 1 2 3 4 5 6 7 8 9 10 
Almost 
Pertee 
t 
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Excerpted: Quality of Death and Dying (Family Member/Friend After Death Version) 

Please answer either “Yes” or “No” if (INSERT NAME OF DECEDENT) ever experienced the 
following. Then, rate the quality of this aspect of (INSERT NAME OF DECEDENT)’s dying 
experience. 

NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 



      

 

  

   

   

   

   

   

21a. Was anyone present at the moment of.__ ____ __, death? (Circle one number) 

b. 

Terrible 

1 Yes 

2 No 

3 Don't know >>>>>>>>>> Go to Question 22a. 

How would you rate this aspect of .__ ____ __,death? (Circle one number/ 

0 1 2 3 4 5 6 7 8 9 10 
Almost 
Pertee 
t 

22a. In the moment before death, was he/she: (Circle one number) 
'-------' 

b. 

Terrible 

23. 

Terrible 

1 Awake 

2 Asleep 

3 In a coma or unconscious 

4 Don't know >>>>>>>>>> Go lo Question 23. 

How would you rate this aspect of death? (Circle one number/ '------~ 

0 1 2 3 4 5 6 7 8 9 10 
Almost 
Pertee 
t 

Overall, how would you rate the quality of.__ ____ __, dying? (Circle one 
number/ 

0 1 2 3 4 5 6 7 8 9 10 
Almost 
Pertee 
t 
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NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 

NAME OF DECEDENT 



      

 

            
           

      
 
 
             
 
 
              

          

     
       
      
       
        

 

               

  

   

  

24. Rate the care .__ ____ _,received from all doctors and other health care 

providers (including nurses, caseworkers, and other health care professionals) 

during the last several days of his or her life while in the ICU. (Circle the number) 

Worst 
Healthcar 

e Possible 

0 1 2 3 4 5 6 7 8 9 10 Best 
Healthcar 
e Possible 

2S. Rate the care .__ ____ _, received from his or her doctor during the last 

several days of his or her life while in the ICU. (Circle the number) 

Worst 
Healthcar 

e Possible 

0 1 2 3 4 5 6 7 8 9 10 
Best 
Healthcar 
e Possible 
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NAME OF DECEDENT 

NAME OF 

14. Are there any other family or friends who are familiar with (INSERT NAME OF 
DECEDENT) and whom you think I should contact? If so, do you have an email address 
or mailing address for these individual(s)? 

15. Is there anything else about your experiences that you would like to share with me? 

16. If I have additional questions or require clarification about what you shared, may I 
contact you for a brief follow-up interview: ___ Yes ___ No 

Preferred Mode: ___ Telephone _______________________________ 
___ Email _______________________________ 
___ Mail _______________________________ 

_______________________________ 
_______________________________ 

Closing: Thank you very much for your time and the insights you shared; I am most grateful. 



      

 

    

 

PURPOSE 

A Single Case Study 
"Susan" 

By: Jacqueline McGinley, LMSW 
May 11, 2018 

ortlcukltlng the dlS&Ose trajectory and u nique features of striving for high-quality end-of-life core for oging adults with IDs W"I community reskleoces . 

• 
Records 

G Review Time: 
7h29m 

~ 
Size: 
1 Banker Box + 
3 Folders 

~ 
Source: 
Incident Reports 
Financial Documents 
MARs 6 Scripts 
Contact Logs, Memos 
Obituary 
Hospice Admission Packet 
Death Certificate 
IHPs 
Assessments 
Monthly Reports 

DEMOGRAPHICS 
42 year-old 
Caucasian 
Christian 
Dually-eligible & Privale Insurance 

DISABILITIES 
Profound Intellectual Disabilit'.)' 
Sensory Impairments 
Non-verbal 

COMORBIDITIES 
Cancer (Cause of Death) 
History of Seizures 
Gastrointestinal Issues 
Demenlia of the Alzheimer's Type 
Anemia 
Anxiel)' Disorder 
+8 Other Conditions 

SUPPORT NEEDS 
Residential Services - Group Home 

t~~l~~ad'u~:dii;~s 
Adaptive Equipment 
Behavioral Support Services 

iJ 
~ 

iJ 

iJ 

• • 
Staff Surrogate 

Direct Care >< Family/ Guardian Stoff Member 

Professional 
Stoff Members 

Clinical staff 
Member 

Executive 
Leadership 
Teom Member 

Susan appeared to oojoy Interacting ...vith others and suc.cessfully 
compleht\g work-related tasks a t her och.At day services program: 
she expressed 00! happiness by smiling, ciopping, and laughing. 

Susan was diognoS&d with Down Syoctfome shortly oft&t bu-th 
following o preg.ooncy mo.rk&d by complicotloos. Although Susan 
dkl not speck, she comrnu NCOt&d with others through nonverbal 
gestures ond touch. 

Susan hod multiple COf'Oorbiditles that required ongoing monitoring 
0..00 rreotment from her primary core physician ond speclollsts. 
She a lso had seVGrol psychlarrlc dk:lg.ooses that were mano-ged by 
her psychlorrist with routine and PRN medicotlons. 

Susan's mother served os her guordk:ln for the duration of her life 
following a su rrogacy hearing whe.n she turned 18 yeorS old . Soso.n 
lived In mutttple convnu nity residences beginning in childhood. She 
transitioned to ECS In her kite twen ties, first os o porriclpont In their 
adult doy services ptogroms ond then os o g roup ho<ne resloot\t o 
yeorlater. 

148 J.MCGINLEY DISSERTATION 

Appendix D 

Single Case Study Infographic 



      

 
  

DIAGNOSIS 
/ - ~IU L<I\U ILt> ~ ~rnun 1ny ,a '<_-.).__ F(,f"' Rehmed fur T8'"_,f ny 
~ '1u.,_,~_,unL .... ny.,&Oryan_, 

44 Days Prior to Death 

IDT MEETING 
0 Q EC.c. DCD F01•111, Ho.,µice , CP 

r o "\ :)1:;.<__:._J_,_,ed Prcgr1u_,1_, Ho'.>µ1ce 
E.uluu•on~f"'lancfCure !H f"' 

~ Mcdif1cul1on'.> Curi elle _, Lu,•, 
8ur1al ::._.nu 

27 Days Prior to Death 

END-OF-LIFE 

-4- ncr1c>u.,1r1gl, Re_,fle.,., ~',n µ101•,a•c 
::1nul \ 1_,1101., 

24 7 >-1u~µ1u" Care Horne 

7 Days Prior to Death 

AFTER SUSAN'S PASSING 

PLAN OF CARE 
PCf"' Refetted lo Ho::.µ1!0 1 

DX: Terrn1nal Cancer 
TX_ s·abI1ze then Ho1•1e Hosp ice 

JNR,'0\l>-1 & f"'O-ST 

34 Days Prior to Death 

HOME HOSPICE CARE 

b r-"u1n•air1ed \lorrnul Ruul1rie 
Fm . .: il1fuf1c>u Hon)e ~ 1.,1! 

ReyJlur ~ .,1hb, Ho.,µiceNur_,e 

26 Days Prior to Death 

Morning, After Housemates Departed 

The family coordinated her burial and funeral arrangements, which were funded through her Choices Burial Account and held at the family's 
local church. The services were attended by family, friends of the family, and some ECS staff. A memorial service was also held at SUsan's 
group home several weeks after her passing. There were 36 people in attendance, including ECS staff, family, and other ECS clients and some 
of their surrogates. A document that memorializedSusan was distributed and a poem was read on the back porch in her honor. 
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