
 
 
 
 
 
 
 
 

Improving Health Care for Individuals with Serious Mental Illness 
Across the Lifespan 

 
 
 
 

By: 
 

 Diana M. Hanan, RN, MSN, FNP-BC 
 

A Dissertation 
 
 

Presented to Boston College William F. Connell School of Nursing 
In partial fulfillment of the requirements for the degree of 

Doctor of Philosophy 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 



1 
 

 
 
 

Copyright Notice 
 
 
 

This document is copyrighted material.  Under copyright law, no parts of this document may be 
reproduced without the expressed permission of the author. 
  
 
 
 
© Copyright 2022 Diana M. Hanan 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 



2 
 

Abstract 

OBJECTIVES:  Individuals with severe persistent mental illness (SPMI), also referred to as 

serious mental illness (SMI), experience significant inequities in health care access and 

outcomes. These inequities may span the lifetime of an individual living with SPMI, and include 

poorer cancer outcomes, shorter lifespans, barriers to having their needs met in long-term care, 

and a decreased likelihood of receiving hospice care when indicated. The purpose of this 

dissertation was to explore the causes of the disproportionately poor health outcomes for 

individuals living with SPMI and describe current facilitators and barriers to providing care to 

this vulnerable population. 

METHODS: A qualitative descriptive study was carried out to explore health care 

professionals’ perception of the needs of long-term care residents with SPMI and chronic 

medical conditions. and barriers and facilitators to meeting the needs of this population. A 

narrative review was performed to identify what is currently known about cancer symptom 

clusters in individuals with schizophrenia. Lastly, an integrated review was conducted to identity 

factors associated with hospice use by individuals with SPMI and potential barriers to use of 

hospice services. 

RESULTS:  Ten health care professionals were interviewed for the qualitative study. The 

themes that emerged were: coming to know the individual and their unique needs takes time; 

being flexible and adapting approaches facilitates trust; respecting the inherent worth of each 

person contributes to caring. Participants described the importance of a person-centered approach 

when caring for long-term care residents with SPMI and chronic medical conditions. The 

narrative review of current literature pertaining to cancer symptom clusters in individuals with 
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schizophrenia revealed that this phenomenon has been sparsely represented in research. No data 

directly pertaining to cancer symptom clusters in this population were identified. Data describing 

the related phenomena of health conditions that may influence cancer risk and outcomes, 

physical experiences of cancer, and emotional and behavioral symptoms which may impact 

ability to tolerate cancer treatments were identified. The integrated review of literature 

describing factors associated with hospice use among individuals with SPMI found that hospice 

and palliative care services may not be utilized by individuals with SPMI due to system-level 

barriers such as inadequate patient-provider communication, fragmented care, and absence of 

discussions around end-of-life care. 

CONCLUSIONS:  Systemic problems such as miscommunication, fragmentation of care, and 

stigma contribute to the health inequities experienced by individuals living with SPMI. Nurses 

and other health care providers can work to ameliorate these systemic problems by promoting 

and participating in collaborative care models and utilizing assessment techniques appropriate to 

individuals who may have difficulty communicating about their health-related symptoms.  

Individuals with SPMI should be offered opportunities to participate in research when 

appropriate so that they may benefit from newer treatments for disease, and health care providers 

may improve their understanding of how to address the medical needs of this population.   
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Background and Significance 

It is currently estimated that 11.2 million adults in the United States population are living 

with a severe mental illness (SMI), also referred to as severe and persistent mental illness, or 

SPMI (National Institute of Mental Health [NIMH], 2019). Severe and persistent mental 

illnesses, or SPMI, refer to psychiatric illnesses that typically have their onset in early adulthood 

and have profound effects on relationships, capacity for educational attainment and employment, 

and social functioning (Carey & Carey, 1999). Disorders typically included under the rubric 

of SPMI are schizophrenia, schizoaffective disorder, bipolar disorder, severe major depression, 

and obsessive-compulsive disorder (Carey & Carey, 1999). Among individuals considered to 

have SPMI, ninety percent have schizophrenia, a psychiatric disorder characterized by 

significant alterations in thought process, cognition, and behavior (McCasland, 2007). An 

estimated 0.25-0.64% of adults in the United States currently have a diagnosis of schizophrenia 

(NIMH, 2018). Worldwide, an estimated 20 million individuals are affected (Ritchie & Roser, 

2018). 

Schizophrenia and the related disorders such as schizoaffective disorder are particularly 

recognized for their characteristic features, which can include the presence of delusions (fixed, 

false beliefs) or hallucinations, disorganized speech, disorganized or catatonic behavior, and 

withdrawal from daily life, which may include diminished emotional expression and lack of 

motivation to attend to activities of daily living (American Psychiatric Association, 2019).  

These characteristics can often call attention to affected individuals and result in feelings of fear 

and stigma toward individuals with SPMI. Unfortunately, fear and misunderstanding widen the 

distance between affected individuals and the services they need in order to manage their illness. 

The SPMI population has substantial needs for health-related services and social assistance,  
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without which living in the community would not be possible for many affected individuals  

(Kaldy, 2018; Scull, 2021).  Individuals with SPMI struggle not only with chronic and  

potentially disabling psychiatric illnesses, but are also at a disadvantage when it comes to overall  

health and social status. For example, chronic health conditions, unemployment, homelessness,  

and incarceration disproportionately affect this population (Luciano & Meara, 2014; Hirschtritt  

& Binder, 2017; Council of Economic Advisors, 2018). As a result, many individuals with SPMI  

live on the edges of society, living lives that are less healthy, less stable, more isolated, and  

typically, shorter than individuals without severe mental illness. 

Excess morbidity and mortality among individuals with SPMI have been well- 

documented in the health literature (Chochinov et al., 2012; Irwin et al., 2014). Individuals with 

SPMI  have shorter lifespans than the general population, and this gap does not appear to have  

decreased over time (Irwin et al., 2014). Existing literature suggests that multiple factors have  

contributed to the systemic problems perpetuating the comparatively poorer health and lower life  

expectancy of individuals with SPMI. Among these are a higher prevalence of chronic diseases,  

inadequate access to services, and in some cases, impaired ability for self-care (Irwin et al., 2014;  

Colton & Manderscheid, 2006). Additionally, if individuals with SPMI develop cancer, they are  

more likely to die from it (Irwin et al., 2014).  

     Several studies to date have described potential strategies for remedying the problems 

of increased chronic health conditions and inadequate care for individuals with SPMI. Among 

them are more accessible primary care, optimal screening for and treatment of cancer, greater 

collaboration between psychiatric and primary healthcare providers, and improved coordination 

of care (Crompton et al., 2010; Irwin et al., 2014). These proposed solutions suggest that gaps in 

communication and care delivery are among the factors significantly contributing to the health 
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inequities experienced by individuals with SPMI.  In order to bridge the chasm between 

individuals with SPMI and a healthy, quality life, the distinct vulnerabilities and experiences of 

this population must be acknowledged by those who care and advocate for them. That is, the 

individual person with SPMI must be known and understood by those who seek to deliver care 

that is person-centered. 

Conceptual Framework 

     To understand person-centered care, the meaning and significance of the person, that is, 

the notion of personhood, must first be explored. The concept of personhood, as examined from 

a psychosocial, ethical, and moral perspective, may be understood as a physical state and 

relational state--that is, a state of existence as relative to other human beings (White, 2013).  

Psychologist Thomas Kitwood defines personhood as follows: “A standing or status that is 

bestowed upon one human being, by others, in the context of relationship and social being. It 

implies recognition, respect, and trust.” (Kitwood, 1997).  Kitwood used the terms personhood 

and person-centered care in describing his approach to caring for individuals with dementia--an 

approach that rejected the standard medical approach, with its emphasis on the treatment of 

disease (Fazio et al., 2018). According to Kitwood, care should be provided with an emphasis on 

how it is delivered--in such a way as to honor the individual nature of the recipient, with the self 

at the center of care (Fazio et al., 2018).   

The term “person-centered care” has been applied across nursing and medicine as a 

definition and means of promoting health services tailored to individual preferences and goals. In 

a 2015 strategy report, the World Health Organization described person-centered care as “an 

approach to care that consciously adopts the perspectives of individuals, families, and 

communities, and sees them as participants as well as beneficiaries of trusted health systems that 
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respond to their needs and preferences in humane and holistic ways” (World Health 

Organization [WHO], 2015b). More specifically, person-centered nursing care has been defined 

as “an approach to practice established through the formation and fostering of healthful 

relationships between all care providers, service users and others significant to them in their 

lives. It is underpinned by values of respect for persons, individual right to self-determination, 

mutual respect and understanding” (McCormack & McCance, 2017). Thus, it might be  

said that person-centered care is an aesthetic, moral framework, and a practice model.  

In mental health care settings, person-centered care may be described as an approach 

characterized by collaboration, shared decision-making, and personalized treatment (Royal 

College of Psychiatrists Person-Centered Training and Curriculum Scoping Group, 2019).  

For individuals with SPMI, the recognition of one’s status as a person and the delivery 

of care that is person-centered may foster greater rapport with healthcare providers (Mestagh & 

Hansen, 2014). However, historically, accounts of interactions between individuals with SPMI 

and providers of health and social services have reflected misunderstandings and mistreatment, 

due in part to stigma and assumptions about this population. Past efforts to meet the needs of 

individuals with SPMI reflect some of the underlying problems that have characterized 

approaches to providing care for these individuals.  

The Community Mental Health Act (CMHA) of 1963, a federal government program,  

aimed to ameliorate mistreatment of individuals with SPMI by closing dysfunctional asylums  

(Powers, 2017). With the implementation of the CMHA, 560,000 individuals were moved out of  

overcrowded psychiatric facilities, and 1500 community health centers were created to meet the  

needs of the individuals newly released from hospitals and relocated to the community (Powers,  

2017). However, some individuals did not have the capacity to make use of the available  
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community resources, and ultimately, funding for the community health centers declined, with  

the result that many individuals with chronic mental illness did not receive necessary treatment.  

Many ended up homeless or incarcerated (Powers, 2017).  Ultimately, in many cases, a pattern of  

re-institutionalization emerged, with many older adults with SPMI ending up in nursing homes  

or prisons (Geller, 2000; Kim, 2016). This pattern continues today. 

     Ongoing limitations in funding for and availability of mental health services, particularly 

for individuals with SPMI, reflect unresolved disparities between individuals with SPMI and 

unaffected individuals (Wainberg et al., 2017). Stigma surrounding mental health conditions 

remains evident as well. Whereas medical conditions are generally discussed openly, a shroud 

of shame may keep mental illnesses from figuring into mainstream conversation. Author and 

law professor Elyn Saks, who has lived with schizophrenia for many years, articulates this in 

her poignant description of others’ reactions to her diagnosis of breast cancer: “When you 

have cancer, people send flowers; when you lose your mind, they don’t” (Saks, 2007). 

Healthcare professionals, particularly nurses, are in a position to bring equity into care 

for individuals with SPMI. Relational approaches to nursing care, that is, care delivery with a 

focus on the nurse-patient relationship, have the potential to enhance the sense of personhood 

for patients, increase understanding between patients and nurses, and foster a trusting 

patient-provider relationship (Sofronas et al., 2018). Ultimately, the ability to understand the 

individual patient allows for the delivery of care that is more likely to be appropriate and 

efficacious. For individuals with SPMI, who face multiple barriers to receiving adequate care, 

this is especially pertinent. Health care throughout the lifespan, which includes primary care, 

management of acute and chronic conditions, and care at the end of life, requires a 

person-centered focus in order to truly meet the needs of this population and offer them the 
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opportunity to live better, healthier, and in accordance with their beliefs, preferences, and values. 

Literature Review 

Adults with SPMI and Chronic Medical Conditions in Long-Term Care 

The place of residence for adults, particularly older adults, living with SPMI and chronic 

medical conditions, has changed over the past 60 years as shifts in ideologies about mental health 

treatment and funding for care have shaped the resources available to this population.  With the 

deinstitutionalization movement, spearheaded by the Community Mental Health Act of 1963, 

individuals with serious persistent mental illness who lived in state-run psychiatric facilities were 

discharged into the community (Powers, 2017; Scull, 2021).  While the intent of the Community 

Mental Health Act was to shift funding from inpatient mental health facilities to newly-

established community mental health centers, the community resources ultimately failed to 

materialize, and many individuals found themselves going to long-term care facilities such as 

nursing homes (Scull, 2021). 

It is currently estimated that approximately 19% of Medicare beneficiaries residing in 

nursing homes have a diagnosis of a SPMI (Hua et al., 2021).  Data suggest that the percentage 

of individuals in long-term care with mental illness has increased over the past decade (Fullerton 

et al., 2009; Hua et al., 2021).  While such facilities may provide for the basic safety and 

physical well-being of residents, concerns related to the placement of adults—primarily older 

adults—with SPMI in long-term care facilities have been raised regarding the capacity of 

facilities to meet the needs of this population.  Individuals with SPMI, particularly older adults in 

long-term care have a more complex set of needs, including regular psychiatric care, which must 

be coordinated with any other necessary medical treatments (Birtley & Phillips, 2020), and 

acceptance and understanding from the staff who assist with daily care.  Evidence suggests that 
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nursing homes may not be equipped to meet the needs of this population (Grabowski et al., 2010; 

Kaldy, 2018).  Research to date has also suggested that long-term care residents with SPMI 

disproportionately reside in lower-quality facilities (Jester et al., 2020).  These data raise 

concerns about the capacity of long-term care facilities to care for individuals with SPMI. 

To date, minimal data on older adults with SPMI who reside in long-term care facilities 

has been examined.  Given the large number of adults with SPMI who are aging in long-term 

care facilities, and the known disparities in health outcomes and lifespan for this population, an 

examination of care for adults with SPMI in long-term care may be instructive in facilitating and 

expanding care that matches the needs of this population.  A specific focus on facilitators and 

barriers to care for these individuals may suggest both system and person-level strategies to 

improve care and ultimately, health outcomes for individuals living with SPMI. 

A person-centered care model has been promoted as an ideal approach to caring for older  

adults living in long-term care (Yoon, 2018).  Such an approach entails the establishment of  

respectful relationships and the honoring of the care recipient’s unique preferences and needs  

(WHO, 2015b).  The implementation of person-centered care in long-term care settings has been  

demonstrated to promote mental and physical well-being for individuals with complex needs,  

such as those with SPMI and dementia (Howard et al., 2021).  Given the demonstrated benefits  

of person-centered care for these populations, this approach may be employed as one strategy  

used to facilitate better care for individuals with SPMI living in LTC. 

Cancer and Adults with SPMI:  Symptom Clusters 

Cancer among individuals with schizophrenia warrants special examination. Cancer is 

the second leading cause of death both in the United States (Centers for Disease Control and 

Prevention, 2020) and worldwide (WHO, 2015a), as well as among individuals with SPMI 
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(Hwong & Irwin, 2020). Individuals with SPMI, and schizophrenia in particular, tend to have 

poorer outcomes in terms of their cancer; it is known, for example, that they are more likely to 

die from cancer than individuals without schizophrenia (Irwin et al., 2014; Kisely et al., 2016).  

Some proposed factors contributing to poorer outcomes include both individual and system-level 

factors such as poorer overall physical health, decreased rates of cancer screening, later stage at 

cancer diagnosis, and inadequate quality of care (Bergamo et al., 2014; Irwin et al., 2019; Tran et 

al., 2009).  A meta-analysis of cancer screening rates among adults with mental illness found that 

cancer screening in general occurred less in individuals with mental illness compared to the 

general population, and this was particularly true for women with schizophrenia (Solmi et al., 

2020).  Disruptions in cancer care may also contribute to poorer cancer outcomes for this 

population.  A retrospective analysis of 95 individuals with breast cancer and schizophrenia 

treated at an academic medical center revealed that half of the individuals experienced 

disruptions in their care, including delays in surgery and not completing chemotherapy, 

endocrine therapy, or radiation (Irwin et al., 2017).  The nature of the inequities in cancer 

detection, treatment, and outcomes suggest that the disadvantages experienced by individuals 

with SPMI are part of a greater problem—one that reaches beyond epidemiological origins.  

Indeed, studies examining cancer prevalence among individuals with SPMI have failed to 

determine consistent data; while some report increased rates of cancer, others have reported that 

individuals with schizophrenia are equally or even less likely than those in the general population 

to develop cancer (Hodgson et al., 2010; Lopes et al., 2014). 

While disparities in cancer outcomes for individuals with schizophrenia have been widely 

recognized, the exact nature of these disparities in cancer-related morbidity and mortality and 

their causes remain unclear.  Given the known presence of poorer cancer outcomes, yet  
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inconsistent data regarding contributing causes, a closer look at the experience of cancer in  

individuals with schizophrenia may yield valuable insights into the origins of these disparities.   

An examination of cancer specific to individuals living with schizophrenia may also help to  

facilitate a person-centered approach to cancer care–one that considers the needs and  

perspectives of this population.  This information may also ultimately lead to the development of  

interventions to decrease cancer morbidity and mortality for this population. 

         When examining the experience of cancer, a study of symptom clusters may be highly 

informative.  Symptom clusters, phenomena that have largely been examined in the context of 

cancer, refer to the presence of three or more concurrent related symptoms that may or may not 

have a common cause (Dodd et al., 2001).  Knowledge and understanding of the presence and 

nature of symptom clusters in individuals with cancer may augment understanding of cancer 

morbidity and mortality (Kwekkeboom, 2016); specifically, symptom clusters in individuals with 

cancer may independently predict changes in functioning and treatment outcomes (Fan et al., 

2007).  Such insight could greatly enhance the current understanding of cancer in populations for 

which existing data are unclear.  In the case of individuals with schizophrenia and cancer, 

knowledge of symptom clusters as they relate to cancer morbidity and mortality could enhance 

understanding of cancer burden in this population. 

          In the current literature, data pertaining to cancer symptom clusters in individuals with 

schizophrenia are sparse.  The gap in knowledge about cancer symptom clusters in individuals 

with schizophrenia indicates a need for specific research into this phenomenon.  Related data that 

have been examined to date include descriptions of potential risk factors for cancer, as well as 

factors related to mental illness which may impact cancer treatment and outcomes.  This data 
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may serve to help build foundational knowledge of cancer symptom clusters in individuals with 

schizophrenia. 

Hospice Use Among Individuals with SPMI 

     Health care for individuals at the end of life must be person-centered, taking into account 

individual beliefs and preferences, and include communication about understanding and 

expectations regarding the nature of any life-limiting illnesses.  Advanced care planning, a 

process which promotes individuals communicating and sharing their preferences, values, and 

goals of care, has been shown to promote improved quality of life, care that is more consistent 

with the patients’ wishes, and better outcomes for bereaved family members (Sokol-Hessner et 

al., 2015).  Palliative care measures, and more specifically, hospice, a model of care whose focus 

is maintaining comfort and promoting quality of life, are one means of helping to achieve goals 

of care for individuals with limited life expectancy. Hospice is considered an optimal model of 

care for individuals nearing the end of life because it promotes care that is patient and family- 

centered, and helps to maximize quality of life for individuals (Vig et al., 2010). Specific 

benefits of hospice include improved symptom management and physical comfort, access to 

multiple support services, and fewer hospitalizations and invasive treatments unlikely to benefit 

the individual with terminal illness (National Hospice and Palliative Care Organization, 2017). 

Over the past two decades, hospice use in the United States has increased; in 2000, an estimated 

23% of Medicare beneficiaries utilized hospice services prior to death; in 2010, the rate of 

hospice use was 44% (Zuckerman et al., 2016).  

     While use of end-of-life care services appears to have increased in the general population, 

existing literature suggests that for individuals with SPMI, significant barriers exist to planning 

for and obtaining optimal end-of-life care. Place of residence, in particular, residing in long- 
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term care facilities, lack of family connections, barriers to medical care, and care fragmentation 

appear to affect the ability of individuals with SPMI to access palliative care and hospice 

services (Chochinov et al., 2012). Underlying these concrete barriers are issues such as 

communication difficulties, stigma, and preconceived ideas about individuals with SPMI. 

Chochinov et al. (2012) report that some of the thought patterns that typify schizophrenia may 

lead to inadequate communication of symptoms by individuals with schizophrenia and cancer, 

potentially hindering palliative care referrals (Chochinov et al., 2012). Additionally, assumptions 

about the capacity of individuals with SPMI to make informed decisions about their care may 

hinder efforts to engage them in important conversations about their treatment and goals for care 

(Foti et al., 2005). 

     Given the higher incidence of chronic diseases and lower life expectancies for individuals 

with SPMI, providers should be prepared to consider issues surrounding the end of life for this 

population. When done thoughtfully with the guidance of healthcare providers and family 

members, choices and preferences can be honored, and individuals with SPMI may experience a 

sense of agency over their health and care (Foti, 2003). Trust and a therapeutic alliance with 

healthcare providers are integral to adequate management of SPMI, as symptoms of 

schizophrenia may impede development of such an alliance, particularly if providers are not 

willing to engage with these individuals during symptomatic periods. In the absence of a feeling 

of safety for both patient and provider, discussions about symptom management and advance 

care planning may not occur (Ganzini et al., 2010). Respect for the individual and recognition of 

autonomy may promote inclusive dialogue to facilitate appropriate optimal end-of-life care. 

 The observed trajectory of health status and healthcare for individuals with SPMI tells 

a story of disadvantages that persist over a lifetime and notably, frequently characterize older age 
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and the end of life--a time when personal agency, comfort, and appropriate care are most 

important.  In order to improve the health and quality of life for this population, an exploration of  

the persistent, person-level factors contributing to the heath inequities is needed. 

          The overall purpose of this dissertation is to cultivate a better understanding of the 

health-related experiences and challenges faced by individuals with SPMI.  By examining three 

parts of health and healthcare—cancer care, concurrent medical and psychiatric care for 

long-term care residents, and care provided at the end of life–insights into how this population 

experiences health and disease, and how they are perceived and managed by the healthcare 

system will be gained. Visualizing the concept of personhood at the core of their care 

trajectories will help to illuminate the issues and challenges contributing to persistent inequities 

in health status and outcomes.  Insights gained from the data may be used to generate improved 

care for individuals with SPMI, and in particular, care that is congruent with the individuals’ 

needs and desires.  Ultimately, appropriate, respectful, and person-centered care may lead to 

elimination of the disparities in health outcomes for this vulnerable population.   
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Dissertation Purpose and Aims 

Table 1 

Chapter Title Aims 

Facilitators and Barriers to Care for 
Individuals with Serious Mental 
Illness and Chronic Medical 
Conditions in Long-Term Care 

1. Describe health care workers’ perceptions of the needs 
of individuals with serious mental illness and chronic 
medical conditions, who reside in long-term care facilities. 

2. Describe barriers and facilitators to caring for 
individuals with serious mental illness and chronic medical 
conditions who reside in long-term care facilities. 

  

Symptom Clusters in Individuals 
with Schizophrenia and Cancer: A 
Narrative Review 

To summarize what is currently known about physical and 
psychological cancer-related symptoms in this under-
researched population.   

Hospice Use Among Individuals 
with Severe Persistent Mental 
Illness 

Identify factors associated with use of hospice care and 
potential barriers to hospice use by individuals with SPMI. 

 

  

  The first aim is to describe barriers and facilitators to providing appropriate care for LTC  

residents living with SPMI and chronic medical conditions.  Through a qualitative study  

consisting of interviews with nurses and other health care professionals, the needs of individuals  

with SMPI and chronic medical conditions in LTC, and factors shaping the care that they  
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receive, will be understood.  The potential for enhanced person-centered care may be better  

understood, and ultimately guide improvements in care and overall health outcomes. 

         The second aim is to explore, via a narrative review, the current literature on cancer 

symptom clusters in individuals with schizophrenia.  The identification and understanding of  

cancer symptoms experienced by individuals with schizophrenia may reveal important data that  

can be used to help bridge the knowledge gap in the current understanding of cancer morbidity  

and mortality in this population.   

The third aim is to conduct an integrative review to identify factors associated with  

hospice use among individuals with severe persistent mental illnesses.  The data obtained  

through this review may serve as the basis for improved knowledge of how to facilitate hospice  

care when desired, and how to overcome potential obstacles to obtaining desired services. 

Summary 

     Individuals living with SPMI face multiple challenges to maintaining good health, and 

lag behind the general population in terms of health status and life expectancy.  Higher rates of 

chronic diseases and barriers to receiving appropriate care are manifestations of the inequities 

that exist for this disadvantaged population. Research to date suggests that deeper issues such as 

stigma, communication, and trust have contributed to these health inequities. Examining these 

problems within the framework of personhood may offer valuable insight into why individuals 

with SPMI have been left behind, even as healthcare for many has moved ahead. Healthcare 

providers, and in particular, nurses, with their holistic training, are in a position to model 

efficacious person-centered care for individuals with SPMI, and alter the health trajectory for this 

population.  
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Abstract 

 

OBJECTIVE:  Many older adults in the United States with serious persistent mental illness 

(SPMI) reside in long-term care facilities and evidence suggests that the number of long-term 

care residents with SPMI is increasing.  Health care professionals who work in these settings 

may face challenges in providing appropriate care for residents with SPMI and concurrent 

chronic medical conditions.  The purpose of this study was to describe health care professionals’ 

perceptions of the needs of individuals with SPMI and chronic medical conditions and describe 

barriers and facilitators to caring for these residents. 

METHODS:  10 heath care professionals were recruited and interviewed for this study.  A 

qualitative descriptive design was employed.   

RESULTS:  The themes that emerged from the interviews were:  coming to know the individual 

and their unique needs takes time; being flexible and adapting approaches facilitates trust; 

respecting the inherent worth of each person promotes caring.  Underlying these themes were 

references to the importance of person-centered care. 

CONCLUSIONS:  Caring for individuals with SPMI and chronic medical conditions in long-

term care requires an individualized approach and a commitment to person-centered 

interventions.  
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Background 

An estimated 11.2 million individuals in the United States are living with serious mental 

illness (National Institute of Mental Health, 2019), also referred to as (SMI) or serious persistent 

mental illness (SPMI).  Conditions that fall under the rubric of SPMI include schizophrenia, 

schizoaffective disorder, bipolar disorder, and severe depression (McCasland, 2007).  As a 

whole, individuals living with SPMI experience poorer health outcomes and have shorter life 

expectancies compared to the general population (Mazereel et al., 2020).  These disparities have 

been attributed to inadequate access to primary care (Domino et al., 2015), health system factors 

such as poor integration of care (Rodgers et al., 2018), low socioeconomic status, and effects of 

social stigma (Lee, et al., 2018). 

Among the social challenges faced by individuals living with SPMI are difficulties in 

procuring and maintaining stable housing due to limited family connections (Scull, 2021) and 

higher rates of incarceration compared to the general population (Hirschtritt & Binder, 2017).  

For these reasons, many middle-aged and older individuals with SPMI will eventually reside in 

long-term care facilities (Kaldy, 2018).  The social context of this phenomenon and its health 

implications can be best understood by examining the history of housing for individuals with 

SPMI.  

Deinstitutionalization, a movement towards release of individuals in mental health 

hospitals and into the community, began in the 1960’s (Scull, 2021).  The movement was 

sparked by criticisms of hospital conditions, changes in ideology about the treatment of 

individuals with mental illness, and changes in public funding for state-run facilities (Scull, 

2021). The 1963 Community Mental Health Construction Act offered grants to states for the 

establishment of community mental health centers—planned alternatives to institutionalization 
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(Slovenko, 2002).  While this movement was welcomed by advocates who criticized conditions 

in residential mental health facilities, long-term outcomes of deinstitutionalization were not as 

positive as intended.  A substantial number of individuals discharged from state-run institutions 

found themselves homeless or without permanent housing (Scull, 2021; Sisti et al., 2015).  

Others, particularly older individuals with SPMI were admitted to nursing homes (Scull, 2021).  

Admission of older and middle-aged adults with SMI to long-term care (LTC) facilities is a trend 

that has continued to the present day.  A 2008 study estimated that 500,000 individuals with 

SPMI resided in nursing homes/long-term care (Fullerton, 2008).  Recent data suggests that the 

prevalence of SPMI in long-term care (LTC) facilities has increased in the United States as a 

whole (Hua et al., 2021). Analysis of a 2018 minimum data set for Missouri LTC residents 

revealed that the prevalence of schizophrenia was 7.71%, and of an unspecified psychotic 

disorder 4.48% (Petroski et al., 2019).   

While LTC facilities can provide safety and monitoring of medical conditions, 

individuals with SPMI in these settings have a more complex set of needs, including psychiatric 

care, which must be coordinated with other medical treatments and teams (Birtley & Phillips, 

2020).  Additionally, it requires acceptance and understanding from the staff who assist with 

daily care.  Evidence suggests that LTC facilities may not be equipped to meet the needs of this 

population (Grabowski et al., 2010).  The care teams serving LTC residents typically include 

nurses, nurse practitioners, CNA’s, physicians, physical and occupational therapists, and social 

workers.  While mental health care providers are much needed in LTC facilities, many facilities 

lack access to providers with psychiatric training such as psychiatrists and advanced practice 

psychiatric nurses (Birtley & Philips, 2020).  Research to date has also suggested that residents 

with SMI disproportionately reside in lower-quality LTC facilities (Jester et al., 2020). 
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To date, there is a paucity of research on older adults with SPMI who reside in LTC 

facilities.  Older adults with SPMI who live in LTC facilities tend to be a less visible population 

by virtue of the environment and the fact that they differ from more typical LTC residents, many 

of whom require long-term care placement due to neurocognitive disorders such as dementia 

(Van der Wolf et al., 2019).  Given the large number of adults with SPMI who are aging in LTC 

facilities, and the known disparities in health outcomes and lifespan for this population, an 

examination of the care for adults with SPMI in LTC may be instructive in facilitating and 

expanding care that matches the needs of this population.  A specific focus on barriers and 

facilitators to care for these individuals may suggest both systemic and person-level strategies to 

improve care and ultimately, health outcomes for individuals living with SPMI. 

 
Purpose 

The purpose of this study was to understand health care professionals’ perceptions of the  

needs of individuals with SPMI and chronic medical conditions living in LTC, including the 

factors that serve as facilitators and barriers to the fulfillment of these individuals’ needs.   

 
Study Design 

Because little is currently known about the experiences of providing care to meet the 

specific needs of individuals with SPMI residing in LTC, a qualitative design was used to 

explore this phenomenon, including barriers and facilitators to care.  Specifically, this study had 

a qualitative descriptive design, a methodology which supports a comprehensive summary of the 

event to be described (Sandelowski, 2000).   

 
Protection of Human Subjects 
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The Institutional Review Board of Boston College approved the study.  All participants 

were assured of their confidentiality/privacy throughout the interview process as described under 

study procedures. To assure anonymity, participants were provided with pseudonyms for any 

reporting of the qualitative data. 

Recruitment Procedures 

 The data were obtained from health care professionals who work closely with LTC 

residents.  Health care professionals who care for individuals with SPMI and chronic medical 

conditions in LTC bear witness to the daily needs and challenges experienced by these  

residents.  As caregivers to these individuals, often for extended periods of time, they are able to  

develop significant insight into residents’ thought processes, emotional responses, and behaviors.  

Recruitment consisted of advertisements distributed to local contacts in the health care  

industry and posted on organizations’ websites (American Psychiatric Nurses Association and  

the Gerontological Society of America).  Additionally, participants were recruited through  

snowball sampling.  Once a person agreed to be contacted, the inclusion and exclusion criteria 

were reviewed to determine eligibility.  Inclusion criteria included employment in a LTC facility 

in the role of a registered nurse, nursing assistant, social worker, physician, physical therapist, or 

occupational therapist, and experience caring for LTC residents with concurrent SPMI and one 

or more medical conditions.  Additionally, participants needed to be able to speak and 

understand English, provide written consent, and be willing to be interviewed via Zoom or 

telephone.  If eligible, an appointment for a Zoom interview was set up at a mutually convenient 

date and time.  At the day and time of the interview, a verbal or written consent as required by 

IRB was obtained, and the interview commenced. It should be noted that this study occurred 

during the COVID -19 pandemic, so in-person interviews were not possible. 
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Study Procedures 

Interviews were conducted with participants via the Zoom platform, with the exception of  

one interview, which was conducted over the phone due to technological constraints.  Most  

participants opted to be interviewed from their homes.  Interviews were recorded with the 

permission of participants.  The interviews conducted via Zoom were saved as audio files, with 

the video portion deleted to protect privacy.  Participants were not referred to by name during the 

interviews, and were not asked to provide the names or specific locations of the LTC facilities 

where they worked. 

The interview guide was developed and reviewed in consultation with the research team 

who collectively have expertise in LTC, geriatrics, chronic illness and mental health.  Open-

ended questions were created to facilitate objective/unrestricted responses.   

 
Data Analysis 

Descriptive content analysis was performed using a process described by Erlingsson and 

Brysiewicz, (2017). All of the interviews, which were conducted by the PI, were transcribed 

verbatim. Once transcribed, the transcripts were carefully reviewed for accuracy. The transcripts 

were then re-read to identify initial codes.  All transcripts were read and re-read by both the 

interviewer and an additional researcher, J.F. who has expertise in qualitative methods. Initial 

codes were identified separately by the interviewer and J.F.; the researchers then came together to 

discuss codes.  Each transcript was read multiple times to assure understanding of interviewees’ 

responses to the questions and to verify that all codes had been identified. Once all codes were 

identified, the process of analysis involved collapsing codes into categories. This was followed by 

developing the categories into themes that captured the overall essence of the experience.   
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Reflexivity was exercised prior to and throughout the data collection process.  The PI took 

notes prior to and after the interviews to clarify personal thoughts and feelings related to 

expectations for and reactions to the data collection. These reflections were discussed with J.F., 

which facilitated a thorough and objective analysis of the interview data. 

  
Findings 

Ten individuals participated in the study.  This consisted of one registered nurse (RN),  

two physical therapists, four nurse practitioners, one occupational therapy assistant, one  

physician, and one social worker.  The interview questions were well-received by participants.   

However, the order in which questions were asked was modified at times to allow for flexibility 

and to facilitate a more natural conversational flow.  Participants seemed comfortable with the 

Zoom format.  Interviews lasted between twenty and forty-five minutes.  Three themes were 

identified. They were: 1) Coming to know the individual and their unique needs takes time; 2) 

Being flexible and adapting approaches facilitates trust; 3) Respecting the inherent worth of each 

person promotes caring. 

Theme 1:  Coming to Know the Individual and Their Unique Needs Takes Time 

Time was frequently mentioned by participants as a necessary component of caring for 

LTC residents with medical conditions and SPMI.  Participants described needing to take the 

time to adequately meet the needs of residents with both SPMI and chronic medical conditions.  

They verbalized needing more time to provide care for these residents compared to residents 

without SPMI, and described how and why taking more time is both necessary and beneficial.  

Jennifer, a nurse practitioner working in suburban Boston, describes how taking the time to be 

with residents and demonstrating patience and willingness to take the time facilitates trust and 

building a relationship: “I’ve seen some people get kind of…paranoid due to that [mental 
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illness].  They get suspicious of people and they just need more time and patience um, and 

understanding…” 

While participants expressed that time was necessary to get to know and understand the 

needs of their residents with SPMI, time was also described as a limited entity.  Finding the time 

necessary to adequately meet the needs of these residents was described as a challenge by 

multiple participants.  Debra, a nurse practitioner working in Boston, reported, “One of the cons 

is there is not enough time for staff to really sit down and ask questions individually…”.   

Participants described that although it takes time to get to know these individuals, this 

need was not always recognized by administration and that often the approach was assumed to 

be a one size fits all. This was a source of frustration for participants in being able to provide 

person centered care. However, the lack of time also served as motivator for some who viewed 

making time as something they were committed to doing to assure that care they provided met 

these individuals’ needs. 

Theme 2:  Being Flexible and Adapting Approaches Facilitates Trust 

  Offering choices and being flexible were frequently mentioned by participants as 

necessary components to providing care for residents living with SPMI and chronic medical 

conditions.  Participants described the importance of giving residents choices in their daily 

activities, being flexible when providing care, and when appropriate, allowing residents to 

choose to refuse care.  Flexibility and adaptability on the part of health care providers were 

described as facilitators to meeting the medical needs of residents, avoiding emotional distress 

and conflict, and demonstrating respect for residents’ boundaries.   

When describing the importance of offering choices to residents, Jane, a physical   

therapist working in the Chicago area, stated, “And then I think also, sometimes giving  



39 
 

people a little bit more choice to feel that they have some freedom.”  Sharon, a physician in the  

Boston area who sees residents in multiple long-term care facilities, described her approach to  

facilitating medical care for residents with SPMI when the residents may not want to receive care 

or undergo medical procedures:  “I think the first thing to ask yourself, is…’how badly do I need 

this?’...In the moment, how badly do I need that, and do I need it right now?...So I feel like, if the 

answer is, can we postpone this…’til they’re in a better frame of mind, can we do that?” 

Across participants, the importance of flexibility was mentioned. Often providers were 

able to articulate that the facility was home for these individuals, and as such, they should have 

this freedom. Others who did not articulate this specifically, did describe that an appealing aspect 

of working in this setting was this ability to provide flexibility in meeting the patients’ needs. 

Theme 3:   Respecting the Inherent Worth of Each Person Promotes Caring 

Respecting residents and upholding their dignity was frequently mentioned.  Participants  

described making efforts to help residents feel dignified despite being dependent on others for  

care.  Allison, a nurse in South Carolina, states, “I respect my patients and I’ve always thought  

that because of having a mental illness they deserve our respect, because they have more to deal  

with to get through a day successfully than we do, because their minds are consistently working  

against them.”  Preserving the dignity of residents was also described by participants as an act 

demonstrated through providing personal care in a respectful manner.  Joann, an occupational  

therapy assistant and rehab supervisor, describes this: “Um, we don’t use words like, uh, ‘bib’  

for their–we use ‘clothing protector’--we provide them with a clothing protector when they eat,  

um, so that they, you know, remain clean and dignified.” 

Within the theme of respecting the worth of each individual, participants described the 

notion of being able to understand and empathize with LTC residents with SPMI and medical  
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conditions. For participants, these strategies were specific means of showing respect and  

promoted the ability to build connections with these residents.  “Getting into their world” was a 

common phrase used by participants when describing how they attempted to understand the 

psychological experiences of their residents affected by SPMI.  Sharon, a Boston-area  

physician, described this as, “...if you can really, kind of wrap your head around…moments  

that–where you can imagine, try to imagine, what it must be like…to be in that moment where  

you’re paranoid–you, you can’t tell if someone’s trying to hurt you or not hurt you.” Joann,  

occupational therapy assistant and rehab supervisor, stated “...the worst thing is to say, or deny  

what they’re feeling or seeing...So you can find a lot of enjoyment in getting into their world and  

seeing them relax when you don’t make them feel like they’re crazy.” 

  Respect for the individual resident entailed upholding dignity, recognizing the inherent  

worth of the individual, and empathizing with the individual.  The notion of “getting into their  

world” was seen as one means of respecting the experiences of individuals with SMI and 

understanding the origins of residents’ responses to interactions with long-term care  

staff. 

Trustworthiness and Validation of the Data 

 Miles and Huberman’s criteria for ensuring trustworthiness of qualitative research were  

applied in evaluating the data obtained.  Those standards are objectivity, auditability, 

authenticity, transferability and utilization (Miles & Huberman, 1994).  Objectivity or neutrality 

was assured by the use of journaling reflections prior to and during the interviews as well as 

during the analysis process.  This was employed to protect against interviewer bias.  Auditability 

is the ability for another to easily follow the steps of the research protocol. This was ensured by 

providing the steps of study procedures and by minimizing variation in interview techniques, 
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except when indicated by study participants’ need for clarification of questions or desire to 

elaborate on questions discussed.  To assure authenticity the interviewer asked participants for 

clarification when responses to questions were unclear.  Participants were also invited to contact 

the interviewer after the interviews if they wished to provide any additional information or 

comments.  Transferability refers to the possibility that the findings will be relatable to others 

who provide care to residents in LTC with SPMI and chronic illness. The common themes 

identified within the data across several health-related disciplines suggests there may be 

transferability to LTC professionals as a group; additional research would promote increased 

transferability.  The utilization of the findings from this qualitative study may lay the ground 

work for quantitative studies analyzing specific phenomena related to the care of LTC residents 

with SMI and chronic medical conditions. 

 
Discussion 

The data obtained from this original qualitative study provide a rich description of  

the needs of LTC residents living with both SPMI and concurrent medical conditions as 

perceived by their care providers.  Within this data, facilitators and barriers to meeting the needs 

of this population were illuminated.  Facilitators to providing for the needs of this population 

were identified as taking the time to get to know the individual, willingness to be flexible and 

adapt care to residents’ unique needs, and respecting the inherent worth of the individual.  These 

actions were described by health care professionals across disciplines as a means of reaching the 

individual, building rapport, facilitating collaboration, and ultimately, being able to effectively 

provide care.  Participants described applying these facilitators when faced with challenges to 

being able to provide appropriate, person-centered care within long-term care facilities.   
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While limited time could make it difficult to communicate with and complete care for 

residents with SPMI, participants made efforts to take the time to listen and respond to their 

residents’ needs.  When witnessing symptoms of SPMI that contributed to residents declining or 

being unable to tolerate medical treatments, health care professionals employed flexibility in 

their approaches, adapting standard plans and timelines to accommodate residents’ emotional 

capacity to participate in their care.  “Getting into the world” of the resident facilitated 

understanding and appreciation of the resident’s experience, and fostered rapport between 

residents and providers. 

 In the face of organizational challenges in caring for long-term care residents with SPMI 

and medical conditions, health care professionals can work to promote respect, dignity, and the 

provision of person and needs-centered care for these individuals.  The participants in this study 

described dedication to caring for this population using approaches that are personal, empathic, 

and adaptable.  Recognition that the needs of individuals with SPMI in long-term care are not the 

same as the needs of more typical long-term care residents (Howard et al., 2021) is a step toward 

promoting an environment that is congruent with the needs and preferences of these individuals.  

While the deinstitutionalization movement offered hope for better care in better places for 

individuals with SPMI (Sisti et al., 2015; Scull, 2021), eventual placement in LTC facilities was 

an outcome for many older adults with SPMI (Scull, 2021). Acknowledging this phenomenon 

and the current population residing in LTC will be instructive in shaping a culture that promotes 

dignity, respect, and quality care.  A culture which promotes the dignity of each individual and a 

willingness to get into the world of residents living with SPMI may ultimately help to generate 

improved care and health outcomes for older adults with SPMI and chronic medical conditions.   
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Education and training for healthcare professionals who work in LTC settings may 

provide a starting point for culture change and procedures.  As study participants reflected on 

how they strive to meet the needs of their residents with SPMI and medical conditions, it was 

apparent that education and guidance on working with this unique population were perceived as 

needs.  In a commentary on addressing the unmet needs of adults with SPMI residing in LTC, 

Birtley and Philips (2020) suggest that nurses and nurse practitioners can play a major role in 

providing mental health education, training, and support to LTC health professionals and 

administrative staff (Birtley & Philips, 2020).  The inclusion of all members of the health care 

team in LTC is a necessary element of a shift in care culture.  The participants in this qualitative 

study, who represented six health care professions who serve LTC residents, spoke to the power 

of all who work in these settings to demonstrate respect and empathy for those who may not be 

able to speak for themselves. 

Limitations 

 While this study was strengthened by the perspectives of health care professionals 

representing multiple disciplines and geographical areas within the United States, diversity in 

gender and ethnicity were lacking among the participants, as all participants were female and 

Caucasian.  The higher proportion of females working in LTC facilities contributed to this 

limitation.  For future studies, concerted efforts to recruit male providers as well as health care 

professionals representing a diverse set of ethnic and cultural backgrounds should be employed 

in order to give a more comprehensive presentation of the experiences of LTC staff.  

Additionally, the inclusion of nursing assistants, or CNA’s, who often spend a lot of time with 

residents and provide much of their personal care, may offer valuable perspectives on the daily 

experiences of LTC residents living with SPMI and chronic medical conditions. 
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Due to health concerns posed by the Covid pandemic, interviews with LTC residents 

themselves were not possible.  While data from health care professionals who bear witness to the 

daily experiences of their residents provided rich insights into the needs of this population, first-

hand accounts from LTC residents living with SMI and chronic medical conditions may provide 

unprecedented and invaluable knowledge of their experiences and needs. 

Conclusion 

Individuals living with SPMI and chronic medical conditions are vulnerable to poorer 

health outcomes, shorter lifespans, and inadequate care.  In LTC settings, the final homes for 

many of these individuals, having their emotional and physical needs met can be accomplished 

through the provision of respect, flexible approaches to care, and time to build trust and caring 

relationships with healthcare providers.   The culture of LTC, which must continue to adapt to 

accommodate adults living with SPMI and chronic medical conditions, can be shaped by these 

foundational elements of person-centered care to best serve the persons themselves and promote 

better health and health outcomes. 
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Abstract 

OBJECTIVE:  Individuals with schizophrenia are known to have poorer cancer outcomes 

compared to the general population, though the etiology of this disparity remains unclear.  The 

study of cancer symptom clusters in the general population, which has provided insight into 

cancer morbidity, may improve understanding of the disease process in individuals with 

schizophrenia. The aim of this narrative review was to summarize what is currently known about 

cancer symptom clusters in individuals with schizophrenia. 

METHODS:  A literature search was conducted using the databases CINAHL, MedLine, and 

PubMed.  Additionally, an ancestry search was performed.  No date filters were applied. 

RESULTS:  No articles specifically examining cancer symptom clusters in individuals with 

schizophrenia were identified. 18 articles relevant to cancer symptom clusters in individuals with 

schizophrenia were reviewed.   Related topics present in the current literature were:  physical 

health conditions affecting individuals with schizophrenia and connection to cancer risk and 

outcomes; physical symptoms and experiences of cancer; emotional and behavioral symptoms of 

schizophrenia that may influence ability to tolerate or complete cancer treatments.   

CONCLUSIONS:  Presentations of cancer symptoms and responses to cancer treatment may 

differ significantly in individuals with schizophrenia as compared to the general population.  

Further research is needed to better understand how cancer risk, symptoms, and reactions to 

treatment might differ in this population.  This information may ultimately contribute to 

interventions used to improve cancer treatment and outcomes for individuals with schizophrenia. 

Keywords:  cancer, oncology, schizophrenia, symptoms, symptom clusters 
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Introduction 
 

It is currently estimated that 11.2 million adults in the United States population are living 

with a severe mental illness (SMI), also referred to as severe and persistent mental illness, or 

SPMI (National Institute of Mental Health [NIMH], 2019).  Among individuals considered to 

have SPMI, ninety percent have schizophrenia (McCasland, 2007), a psychiatric disorder 

characterized by significant alterations in thought process, cognition, and behavior (McCasland, 

2007). An estimated 0.25-0.64% of adults in the United States currently have a diagnosis of 

schizophrenia (NIMH, 2018). Worldwide, an estimated 21 million individuals are estimated to 

be affected by schizophrenia (Charlson et al., 2018). 

Schizophrenia stands out among chronic mental illnesses for its particularly devastating 

impact on individuals’ capacity to function and live safely and independently, and without high 

risk for illness, injury, and even homelessness and incarceration (Hirschritt & Binder, 2017). 

Individuals with schizophrenia are disproportionately affected by certain medical conditions such 

as cancer and heart disease (Irwin et al., 2019a; Mazereel et al., 2020), and on average, have 

lower life expectancies as compared to the general population (Irwin et al., 2014; Mazereel et al., 

2020).  Reasons for these disparities are thought to include lifestyle factors such as high rates of 

smoking, substance abuse, and obesity (Irwin et al., 2014) as well as effects of neuroleptic 

medications, which may include weight gain, diabetes, and cardiovascular disease (Mazereel et 

al., 2020).  Additionally, individuals with schizophrenia may have lower rates of encounters with 

medical providers and are less likely to receive regular preventative care (Domino et al., 2015).   

Efforts to reduce disparities in disease incidence and outcomes have included the 

implementation of collaborative care models and the promotion of medical homes for individuals 

with chronic medical conditions and serious mental illness (Irwin et al., 2019a).  Additionally, 
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recent research has explored the need to increase the uptake of indicated screening such as lung 

cancer screening for individuals with schizophrenia, many of whom are smokers (Irwin et al., 

2019a).  These initiatives reflect recognition of the significant morbidity and mortality 

experienced by individuals living with schizophrenia, as well as early progress in establishing 

improved care for this previously overlooked population.  However, universal acknowledgement 

of the needs of these individuals and the health inequities faced by them is needed.  Ultimately, 

widespread implementation of interventions to address inequities and excess mortality among 

individuals with schizophrenia must occur to effect change. 

Among the medical conditions that disproportionately impact individuals with 

schizophrenia, cancer merits specific recognition.  Although it is known that individuals with 

SPMI such as schizophrenia have poorer cancer outcomes, many questions about cancer in this 

population remain.  Cancer incidence in this population has been estimated to be lower, higher, 

or the same as that for individuals not affected by SPMI (Chou, et al., 2016).  Reasons for the 

discrepancies in estimated cancer incidence rates have been thought to include results from 

studies examining incidences of different types of cancers—some of which may be more, and 

others less prevalent in individuals with schizophrenia as compared to the general population—

and geographic variation among published studies (Chou et al., 2016).  Additionally, a wide 

range of medical and social factors, such as higher rates of smoking (Irwin et al., 2019b) and 

socioeconomic status (Irwin et al., 2017) have been implicated in the cancer morbidity and 

mortality experienced by individuals with schizophrenia.  Both data inconsistencies and the 

breadth of potential factors contributing to cancer suggest the need for closer examination of the 

experience of cancer in individuals with schizophrenia.  Such data could help to answer the 
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question of how individuals with schizophrenia might experience cancer, both from a physical 

and psychological standpoint.   

When examining the experience of cancer, with the goal of understanding morbidity and  

ultimately improving outcomes, observing symptom clusters may offer valuable information for  

health care providers.  Within the broader context of cancer, the identification of symptom  

clusters, which can be described as the presence of three or more concurrent related symptoms  

that may or may not have a common cause (Dodd et al., 2001), has emerged as a means of  

improved understanding about cancer morbidity and mortality (Kwekkeboom, 2016).  In chronic  

diseases and conditions such as cancer, individuals commonly experience multiple concurrent  

symptoms which are interrelated (Miaskowski et al., 2017), which underscores the importance of  

acknowledging the presence and potential effects of symptom clusters.  Symptom clusters most  

commonly recognized by oncologists and other healthcare providers include gastrointestinal,  

which may include anorexia, nausea, and vomiting, neuropsychological, which may include  

sleep disturbances, fatigue, and depression, and respiratory, which are characterized by shortness  

of breath and cough (Donovan & Jacobsen, 2007; Esper, 2010).   

Symptom clusters in individuals with cancer may independently predict changes in 

functioning and treatment outcomes (Fan et al., 2007).  For healthcare providers, knowledge of 

symptom clusters may allow for better assessment and anticipation of symptoms, and may permit 

more efficient symptom management, by facilitating a single-treatment approach to symptom 

control and palliation (Kwekkeboom, 2016).  For example, understanding that some symptoms 

co-occur and that certain specific symptoms may trigger the onset of additional symptoms has 

encouraged clinicians to tailor symptom screening and management to target existing and 

potential sources of cancer-related morbidity (Al Qadire et al., 2020).   
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Symptom clusters have the potential to tell part of the illness story for individuals with 

cancer.  However, as of yet, there is a lack of research describing symptom clusters in 

individuals with cancer who are also living with schizophrenia.  For individuals with 

schizophrenia, insight into cancer symptomatology and symptom clusters may prove to be 

especially valuable, for the experience of physical illness has not been well-described in this 

population —a population known to be more vulnerable to poor health outcomes, though less 

represented in health research (Humphreys et al., 2015).  Thus, understanding the physical and 

psychological experience of cancer through an understanding of symptom clusters could 

contribute to a better understanding of the cancer trajectory and poorer cancer outcomes for 

individuals with schizophrenia and cancer. 

Given the lack of focus on symptom clusters and experiences of cancer in individuals 

who are also living with schizophrenia, the current narrative review sought to summarize what is 

currently known about physical and psychological cancer-related symptoms in this under-

researched population.  In doing so, research into this needed area can move forward, and 

ultimately facilitate the development of more effective interventions and management of cancer 

symptoms for this population.   

Methods 
 

Data for this narrative review were obtained by means of a literature search to obtain 

currently available information on symptom clusters identified in individuals with schizophrenia 

who are living with cancer.  Consistent with accepted guidelines for a narrative review, the aim 

of this literature search was to identify and comprehensively summarize the available literature 

pertaining to the research question, while not utilizing a strictly systematic approach (Baethge et 

al., 2019).  Given the current paucity of data specifically related to symptom clusters in 
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individuals with schizophrenia and cancer, this approach allowed for the inclusion of all relevant 

data on this and closely related topics—an asset in analyzing an understudied and poorly 

understood phenomenon.  The literature search was conducted using the Cumulative Index to 

Nursing and Allied Health Literature (CINAHL), Medline, and PubMed databases.  

Additionally, an ancestry search was performed.  The search terms used were as follows: 

“schizophrenia and cancer symptoms” “cancer AND symptom clusters”; “schizophrenia and 

multimorbidity”; “schizophrenia and physical symptoms”; “cancer symptoms in schizophrenia”; 

“symptom clusters AND cancer.”  Date filters were not applied.  Additionally, an ancestry search 

was performed.   

Records containing descriptions of symptom clusters identified in individuals with 

cancer, physical symptoms observed in individuals with a diagnosis of schizophrenia (including 

symptoms of common comorbid conditions and physical symptoms associated with use of 

neuroleptic medications), physical illnesses observed in individuals with schizophrenia, and 

descriptions of physical, emotional, and behavioral occurrences in individuals with schizophrenia 

undergoing cancer treatment were reviewed.  Publications written in languages other than 

English were excluded.  A total of 18 publications deemed to be relevant were reviewed.  The 

publications dated from 2010 to 2020, and included study articles from the United States, 

Taiwan, Poland, Japan, Belgium, and South Korea. 

Results 

No publications focusing exclusively on cancer symptom clusters in individuals with  

schizophrenia were  identified.  The publications which were identified through the literature  

search were found to describe three broad phenomena that have been observed in individuals  

with schizophrenia and cancer: physical health conditions known to affect individuals with  
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schizophrenia and potentially impact cancer risk and outcomes; physical experiences of cancer  

among individuals with schizophrenia, including pain perception; emotional and behavioral  

symptoms of schizophrenia that may influence the ability of an individual to tolerate or complete  

cancer treatments. While direct reports of symptom clusters affecting individuals with  

schizophrenia who have cancer are lacking, the information found through the literature review  

may provide important clues about symptom clusters experienced by individuals with  

schizophrenia—a step in understanding an underrepresented problem in clinical research and  

care. 

Physical Health Conditions Affecting Individuals with Schizophrenia and Connection to  
Cancer Risk and Outcomes 

Physical symptoms which have been associated with schizophrenia include symptoms of 

health conditions that are prevalent in this population and adverse effects of antipsychotic 

medications used to treat schizophrenia.  These physical symptoms may provide insight into 

cancer risk factors, including increased or decreased cancer risk, and cancer-related morbidity 

and mortality. 

Obesity and metabolic syndrome have been recognized as common in individuals with 

schizophrenia (Correll, et al., 2017).  The risk for obesity in individuals with schizophrenia may  

be four times higher than in the general population (Mazereel et al., 2020).  Obesity and its  

related conditions have been attributed to use of antipsychotic medications (Mazereel et al.,  

2020) as well as psychosocial factors such as a more sedentary lifestyle and low socioeconomic  

status (Vancampfort et al., 2017).  Obesity has been linked to an increased risk for multiple  
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cancer types, including liver, colorectal, breast, and ovarian cancers (Arnold et al., 2016).    

However, currently, a consensus regarding the incidence of these cancers in individuals with  

schizophrenia is lacking, owing to disparate findings from the studies performed to date (Chou et  

al., 2016).  Obesity is suspected to negatively influence cancer outcomes, with data suggesting  

higher mortality rates for colorectal and pancreatic cancers in obese individuals compared to  

normal-weight patients (Lee et al., 2016; Yuan et al., 2013).  It should be noted that the  

exception to disparate data on cancer incidence and mortality is lung cancer, which has been  

shown to disproportionately affect individuals with schizophrenia, likely due in part to high rates  

of smoking in this population (Irwin et al., 2019b). 

Physical sequalae of commonly used antipsychotic medications affect many individuals 

with schizophrenia, and have been suspected to impact the incidence of certain cancers and 

responses to cancer treatments (Cole & Padmanabhan, 2012; Johnston et al., 2018). While 

antipsychotic medications, particularly second-generation antipsychotics, have helped many 

individuals with schizophrenia to effectively manage symptoms of the illness (Moore et al., 

2015), these medications are not without adverse effects (Read & Williams, 2019).  Among the 

potential adverse effects of antipsychotic medications is hyperprolactinemia, an increase in 

serum prolactin levels caused by dopamine antagonists, which include risperidone, quetiapine, 

and olanzapine.  Hyperprolactinemia associated with the use of antipsychotic medications has 

been linked to increased breast cancer risk (Hodgson et al., 2010).  In addition to the risk for 

hyperprolactinemia secondary to antipsychotic use, women with schizophrenia may be at an 

increased risk for breast cancer due to reduced parity (Grassi & Riba, 2020).  Reduced parity, or 

having fewer pregnancies, as well as not having breastfed, have been associated with an 
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increased risk of breast cancer due to increased lifetime exposure to hormones (Fortner et al., 

2019). 

Antipsychotic medication use while undergoing chemotherapy has been examined as a 

cause of chemotherapy complications (Cole & Padmanabhan, 2012).  Many chemotherapeutic 

agents cause myelosuppression (Epstein et al., 2020).  Since some antipsychotic medications 

carry a risk of blood dyscrasias, including neutropenia (Jombo & Ekwere, 2018), the use of 

antipsychotic medication while undergoing chemotherapy may subsequently increase the risk of 

infection and the development of sepsis under such circumstances may be life-threatening (Cole 

& Padmanabhan, 2012).  

Physical Symptoms and Experiences of Cancer 

Some findings from studies examining symptoms of physical illnesses in individuals with 

schizophrenia have posed the question of whether individuals with schizophrenia may have a 

decreased perception or awareness of physical changes related to illness, including pain (Shinden 

et al., 2017; Nishihira et al., 2017).  This phenomenon has implications for both the recognition  

or awareness of a physical illness in the individual with schizophrenia, and the physical  

symptoms that are experienced by the ill individual.   

A population-based retrospective cohort study of 1001 individuals with schizophrenia 

and a cancer diagnosis and 4004 matched individuals with cancer and without schizophrenia 

found lower rates of opioid usage and lower doses of opioid used in the last months of life 

among individuals with terminal cancer and schizophrenia (Lin et al., 2020).  Reasons behind the 

discrepancy in pain medication usage were conjectured to be both altered pain sensitivity among 

individuals with schizophrenia, as well as misunderstanding and under-treatment of pain in this 

population (Lin et al., 2020).   The presence of hypoalgesia, or a decreased sensitivity to pain, in 

individuals with schizophrenia, has been proposed by some researchers as a symptom specific to 
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schizophrenia (Lin et al., 2020; Singh et al., 2006). This symptom has been speculated to 

contribute to both the physical experience of cancer and timing of the cancer diagnosis.   

Hypoalgesia in individuals with schizophrenia has also been noted in the case of other 

physical illnesses.  A retrospective cohort study of patients in Japan presenting for medical care 

with appendicitis found that perforation of the appendix (a complication associated with late 

diagnosis) was much more common among individuals with schizophrenia as compared to 

patients without schizophrenia (53% vs. 17%; p-value < 0.01) (Nishihira et al., 2017).  This 

observation suggests that potentially serious, life-threatening sequelae may result from 

diminished pain perception, highlighting the significance of its recognition in individuals at risk 

for poor disease outcomes, specifically cancer. 

Emotional and Behavioral Symptoms of Schizophrenia Influencing Ability to Tolerate 
Cancer Treatments 

Individuals living with schizophrenia may experience difficulties tolerating or completing  

cancer treatments due to schizophrenia-related cognitive and psychiatric symptoms (Cole &  

Padmanabhan, 2012; Farasatpour et al., 2012).  A study examining disruptions in breast cancer  

treatment found that disruptions in care were common in patients with schizophrenia, and are  

associated with adverse cancer outcomes (Irwin, et al., 2017).  Half of the 95 women in the study  

experienced at least one disruption in cancer care, among them, interruptions in cancer treatment  

and deviations from stage-appropriate cancer treatment (Irwin et al., 2017).  Lack of psychiatric  

treatment (defined as documentation of having a psychiatric provider and a record of being on  

antipsychotic medication) was found to be associated with cancer treatment disruptions, as were  

psychiatric hospitalizations after cancer diagnosis (Irwin et al., 2017).  In a retrospective study of  
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56 patients with breast cancer and schizophrenia, Farasatpour et al. (2012) found that delays in  

breast cancer diagnosis and in beginning treatment were common (Farasatpour et al., 2012).   

Among reasons for late diagnoses and delays in beginning treatment, the authors speculate that  

negative symptoms of schizophrenia, including alterations in ability to process sensory  

information, may decrease sensitivity to pain (Farasatpour et al., 2012; Singh et al., 2006). 

A case study involving three women with SMI (diagnoses of schizophrenia and bipolar  

disorder) and diagnoses of breast cancer closely examined specific factors influencing the  

womens’ cancer treatment trajectories.  The authors identified multiple challenges to successful  

completion of cancer treatment for these individuals, including patients’ reported lack of  

understanding of the cancer diagnosis and communication problems between the patients and  

their physicians (Cole & Padmanabhan, 2012).  Communication difficulties were described as  

challenges potentially related to “diagnostic overshadowing” due to providers misattribution of  

physical symptoms to psychiatric causes, their uncertainties about communicating with patients  

with severe mental illness, and patient’s mistrust of health care providers (Cole &  

Padmanabhan, 2012).  These findings suggest that features of schizophrenia affecting  

communication may lead to both diminished understanding of a cancer diagnosis for 

individuals with schizophrenia and blinded recognition of a cancer on the part of healthcare  

providers. 

 More overt behavioral manifestations of schizophrenia have been also been described as  

potential barriers to individuals completing cancer treatments.  In a study of 56 patients with  
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schizophrenia or schizoaffective disorder who developed cancer, Farasatpour et al. (2012)  

described instances of verbal and physical aggression toward medical staff as well as self- 

harming behaviors among the patients (Farasatpour et al., 2012).  A case study published by  

Tylec et al. (2015) described a patient with schizophrenia and laryngeal cancer who exhibited  

significant difficulties in tolerating a tracheotomy tube—a life-preserving measure selected due  

to the determination that the patient would not be capable of completing radiation therapy or  

postoperative care (Tylec et al., 2015).  The patient repeatedly removed the tracheotomy tube  

and became agitated when medical personnel reinserted the tube.  Behaviors related to  

schizophrenia, particularly displays of agitation and aggression, present during encounters for  

medical treatment, have been noted to be detriments to both completing treatment and  

maintaining a trusting relationship with health care providers—ultimately, a factor which can  

impact all aspects of the individual’s treatment and disease course (Grassi & Riba, 2020). 

Discussion 

Individuals with schizophrenia suffer from poorer cancer outcomes compared to the 

general population.  Disparities in receiving care as well as social and lifestyle factors are known 

to contribute to this population’s overall poorer health and shorter lifespans, yet specific factors 

affecting the experience and trajectory of cancer remain unexplored for individuals living with 

schizophrenia.  This narrative review sought to identify information on cancer-related symptom 

clusters in this population, as symptom cluster research in cancer has offered insight into the 

physical and emotional experiences of cancer and its treatment, as well as direction for symptom 

interventions in other populations (Lee et al., 2014; Miaskowski et al., 2017). 
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The current literature is lacking data specifically pertaining to cancer and cancer 

treatment-related symptoms in individuals living with schizophrenia.  Publications identified 

through this literature search offer information describing more general physical and 

psychological symptoms that have been observed in individuals with schizophrenia who are 

diagnosed with cancer.  Phenomena described in the current literature include physical 

conditions affecting individuals with schizophrenia, which affect cancer risk and outcomes, 

physical perceptions and experiences of cancer, and emotional and cognitive symptoms of 

schizophrenia that may impact ability to accept cancer treatment.  This information provides 

preliminary data that can be used to build foundational knowledge of symptom clusters in this 

currently understudied population.   

Physical health conditions affecting individuals with schizophrenia as described in the 

current literature reveal health challenges and inequities experienced by this population, and may 

provide clues to incidence rates and outcomes for certain cancers.  Obesity and its related health 

problems disproportionately affect individuals with schizophrenia, and the link to increased risk 

for some cancers and lower cancer survival warrant attention to obesity and metabolic diseases in 

this population.  While the prevalence of obesity among individuals with schizophrenia has been 

recognized, a dedicated focus on the potential for increased cancer risk and poorer cancer 

outcomes may help healthcare providers to focus preventative efforts on reducing the risk for 

cancer.  Additional research on the potential adverse effects of antipsychotic medications and 

their link to cancer incidence and treatment complications may also be instructive for clinicians; 

monitoring and preventative measures, as well as protocols for managing cancer treatment 

complications for patients taking antipsychotic medications, could improve health, quality of life, 

and cancer survival for individuals with schizophrenia. 
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The physical experience of cancer for individuals with schizophrenia may be shaped by 

an altered awareness of the signs of physical illness and pain.  This phenomenon has been 

conjectured to contribute to later presentation to care and diagnoses of cancer (Farasatpour et al., 

2012), which ultimately contributes to a decreased long-term survival (Flores et al., 2019).  

Compounding an impaired recognition of physical signs of disease, individuals with 

schizophrenia may encounter difficulties in communicating with healthcare providers due to 

stigma and diagnostic overshadowing—both phenomena that result from misunderstanding and 

inadequate knowledge of the individual presenting for care.  Awareness of the possibility that 

expected cancer-related symptoms may not manifest in or be reported by individuals with 

schizophrenia may encourage providers to observe and evaluate these patients more carefully for 

untreated symptoms.  This includes potential cancer-related symptoms that may cause physical 

pain.  Importantly, the possibility of altered pain perception or hypoalgesia in individuals with 

schizophrenia should not create the expectation of reduced pain or a need for less pain control, 

but rather, openness to the possibility of cancer-related symptoms that do not coincide with 

expected physical presentations. 

The emotional and psychiatric symptoms related to schizophrenia may make it difficult 

for individuals living with this condition to tolerate recommended cancer treatments.  The 

available literature suggests that not having established psychiatric care can contribute to 

disruptions in cancer treatment (Irwin et al., 2017).  Considering the potential for treatment 

disruptions due to symptoms of schizophrenia, as well as data pointing to affected individuals’ 

inadequate understanding of cancer diagnoses and lack of trust in medical providers, having 

psychiatric care in place to help manage schizophrenia symptoms may facilitate improved rates 

of cancer treatment acceptance, tolerance, and completion.  Additionally, facilitators of trust and 
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effective communication with medical providers should be explored and promoted in an effort to 

bridge potential gaps between individuals’ with schizophrenia and their providers’ understanding 

of a cancer diagnosis. 

Ultimately, improved patient-provider communication and collaboration may help 

healthcare providers to provide appropriate guidance around preventative care to reduce cancer 

risk, recognize signs and symptoms related to cancer, and engage in dialogue about cancer 

treatments and their potential side effects for their patients living with schizophrenia.  The 

Bridge trial, a person-centered, team-based trial of collaborative care tested a model in which 

persons with SMI, oncologists, mental health clinicians, and patient caregivers collaborate to 

deliver and manage cancer care for individuals with SMI and cancer (Irwin et al., 2019a).  The 

trial found that engagement of individuals with SMI in their cancer treatment improved, as did 

their reported quality of life (Irwin et al., 2019a).  Perhaps most significantly, through this 

program, individuals with SMI such as schizophrenia and bipolar disorder who had previously 

been unable to complete recommended cancer treatments were able to start and complete 

recommended cancer treatments (Irwin et al., 2019a).  The expansion of such care models may 

ultimately foster improved symptom management and ultimately, better treatment outcomes for 

individuals with schizophrenia and cancer.   

While individuals with schizophrenia experience greater morbidity and mortality from 

cancer and other serious medical conditions, they are commonly excluded from clinical research 

(Humphreys et al., 2015).  Reasons for this include concerns about decisional capacity and fears 

that experimental treatments may place excessive stress on individuals with schizophrenia and 

exacerbate symptoms (Humphreys et al., 2015). While research protections aim to shield 

vulnerable populations from harm, data on symptoms of illnesses such as cancer in individuals 
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with schizophrenia will remain limited with restrictions on their ability to participate in 

research—a potential factor contributing to perpetuation of an inequity in care.  Additionally, 

this prevents these individuals from potentially being able to benefit from therapies available 

through clinical trials.  Data on evaluations of capacity to consent to treatment and research have 

suggested that psychiatric diagnoses may be used as presumptive criteria for determining ability 

to consent, potentially placing unnecessary limits on opportunities for treatment (Appelbaum, 

2007).  This is especially problematic, given that measures to evaluate capacity to consent to 

treatment are available (Hostiuc et al., 2018). 

At the core of symptoms witnessed in individuals with schizophrenia and cancer are the 

persons themselves.  Understanding the experience of cancer in this population must thus begin 

with an understanding of the individuals, and ultimately, a person-centered approach—one that is 

respectful of, and responsive to, the individuals’ unique needs and preferences.  An 

understanding of cancer-related symptom clusters experienced by these individuals can provide 

important insights into their physical and emotional health needs.  From this knowledge can 

come strategies and interventions to facilitate care that is acceptable, appropriate, and feasible for 

them.  The gap in cancer outcomes for this population can perhaps ultimately be bridged by 

closing the gap in knowledge between what is known and what remains to be understood about 

the experience of cancer for individuals with schizophrenia. 

Limitations 

 This narrative review encompassed the identification and review of currently available 

literature pertaining to symptom clusters in individuals with schizophrenia and cancer.  The 

sparse amount of data specific to this phenomenon in the literature limited the scope of this 

review, and did not lend itself to a systematic analysis or synthesis.  The data identified through 
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this narrative review may serve as a starting point for more focused research on symptom 

clusters in this population.  Ultimately, such research may generate much-needed information on 

cancer symptoms in this understudied and underrepresented population, and contribute to 

improved cancer care and outcomes. 

Conclusion 

Little is currently known about symptom clusters in individuals with schizophrenia and  
 
cancer.  Inequities in care and disproportionately poor cancer outcomes for individuals with  
 
schizophrenia speak to a need for dedicated research in this area.  Studies focusing specifically  
 
on the unique symptoms, presentations, and experiences of cancer in this population will  
 
augment current knowledge in this area and build a foundation for improved disease  
 
management, survival, and improved outcomes such as quality of life, dignity, and respect.  
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Table 1 

Reference Country of Origin Purpose/Study Design Major Findings 

Chou et al. (2016) Taiwan Narrative review of studies 
examining cancer incidence and 
mortality among individuals with 
schizophrenia 

Inconsistencies in reported cancer incidence and 
mortality rates in individuals with schizophrenia may 
be due to diversity in studies’ settings, populations, and 
types of cancers examined.  Increased cancer mortality 
in individuals with schizophrenia is common; 
contributing factors may include lower cancer 
screening rates, psychiatric symptoms complicating 
treatment, and physician factors. 

Cole & Padmanabhan (2012) United States 3 case studies involving women 
with schizophrenia and breast 
cancer 

Barriers to completing cancer treatment include 
difficulties understanding a cancer diagnosis and 
adhering to medications and appointment schedules, 
and complications of schizophrenia. Longer patient 
visits, use of social support services, and consultations 
with a psychiatrist are needed to successfully treat 
cancer patients with schizophrenia. 

Correll et al. (2017) United States Meta-analysis to assess incidence 
and prevalence rates of 
cardiovascular disease (CVD) 
and mortality rates for CVD in 
individuals with vs. without SMI 

Individuals with SMI had a higher incidence of CVD 
compared to individuals without SMI.  Individuals with 
SMI were also at increased risk for CVD-related death.  
CVD incidence was found to increase with 
antipsychotic medication use (p = 0.008). 

Farasatpour et al. (2012) United States Retrospective cohort study 
examining breast cancer 
treatment and outcomes for 
women with schizophrenia who 
were diagnosed with breast 
cancer and treated at a 
Department of Veterans Affairs 
medical center. 

48% of the women with schizophrenia delayed seeking 
medical treatment after breast cancer diagnosis.  
Women with schizophrenia tended to have larger 
tumors at the time of diagnosis and more had metastasis 
at presentation compared to women without 
schizophrenia.  Disorganized thought process was 
associated with a delay in seeking medical attention ( p 
< 0.04) and disruptive behavior (p < 0.004). 
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Flores et al. (2019) United States Overview of challenges to 
obtaining lung cancer screening 
by individuals with SMI 

Individuals with SMI report difficulties in accessing 
lung cancer screening and fear of a lung cancer 
diagnosis.  Barriers to shared decision-making (SDM) 
between individuals with SMI and their providers may 
also decrease lung cancer screening in this population. 
Radiologists can partner with primary care and 
psychiatric providers to facilitate increased lung cancer 
screening for individuals with SMI. 

Grassi & Riba (2020) United States Narrative review of literature 
pertaining to cancer screening, 
incidence, mortality, and 
palliative care for individuals 
with SMI 

Rates of cancer screening are lower among individuals 
with SMI compared to the general population.  Cancer 
incidence among individuals with SMI varied between 
studies.  Compared to the general population, fewer 
individuals with SMI received appropriate cancer 
treatment.  Survival rates were lower, and use of 
palliative care was limited among individuals with 
schizophrenia. 

Hodgson et al. (2010) United Kingdom Non-systematic review of studies 
examining data on cancer 
mortality rates in individuals 
with schizophrenia 

Factors such as diet, exercise, use of antipsychotic 
medications, and access to health care may impact 
cancer incidence and mortality in individuals with 
schizophrenia.  The interplay between these factors 
contributes to the complexity of assessing cancer 
incidence and mortality in this population. 

Irwin et al. (2017) United States Retrospective chart review to 
characterize disruptions in breast 
cancer treatment and identify 
modifiable risk factors for 
treatment disruptions for women 
with schizophrenia and breast 
cancer 

Half of the patients with schizophrenia experienced at 
least one disruption in breast cancer treatment. Lack of 
documentation of psychiatric care and antipsychotic 
medications predicted cancer treatment disruptions.  
Disruptions in treatment included delays in diagnosis 
and care, and deviations from stage-appropriate 
treatment. 

Irwin et al. (2019a) United States Trial to assess feasibility and 
acceptability of a person-centered 
collaborative care model 
(BRIDGE) serving individuals 
with SMI and cancer. 

BRIDGE increased access to psychiatric treatment for 
patients, fostered patient-clinician trust, and helped 
patients to start and complete cancer treatments.  There 
was improvement in Brief Psychiatric Rating Scale 
(BPRS) scores n psychiatric for patients who 
participated in the BRIDGE trial. 
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Irwin et al. (2019b) United States Investigation of lung cancer 
screening eligibility and cancer 
risk perception among 
individuals with schizophrenia; 
smoking cessation interventions 
offered by health care providers 
to patients with schizophrenia.  
Cross-sectional survey and 
medical record review. 

34% of older patients were eligible for lung cancer 
screening based on smoking history.  More than half of 
the patients perceived their lung cancer risk as low.  
One in three patients who currently smoked reported 
being offered medications by a PCP or psychiatrist to 
assist with smoking cessation. 

Johnston et al. (2018) United States Study examining the potential 
impact of antipsychotic 
medications on the development 
of breast tumors (mouse model) 

Two antipsychotic medications known to cause 
hyperprolactinemia, risperidone and pimozide, 
prompted precancerous breast lesions to progress to 
cancer, while aripiprazole, which does not generally 
cause hyperprolactinemia, did not. 

Lin et al. (2020) Taiwan Retrospective cohort study 
examining use of opioid pain 
medications by terminally ill 
cancer patients with and 
schizophrenia 

During the last month of life, opioid use was lower 
among patients with schizophrenia than without 
schizophrenia (odds ratio = 0.40). Cumulative dose of 
opioid medications used was also lower in patients with 
schizophrenia (2407 mg vs 3694 mg; p < 0.05). 

Mazereel et al. (2020) Belgium Literature review examining 
impact of psychotropic 
medications on obesity and 
metabolic syndrome in 
individuals with serious mental 
illness SMI) 

Obesity and related metabolic abnormalities may be 
present in individuals with SMI independent of 
psychotropic medication use, due to lifestyle factors.  
Psychotropic medications, particularly second 
generation antipsychotics, contribute to weight gain in 
individuals with SMI, though effects vary among 
individuals.  Higher doses of medications and use of 
multiple medications are associated with greater 
metabolic consequences. 

Nishihara et al. (2017) Japan Retrospective cohort study 
examining individuals with and 
without schizophrenia presenting 
for care for appendicitis. 

Perforation of the appendix at presentation was more 
common among patients with schizophrenia compared 
to patients without schizophrenia (53% vs. 17%; p < 
0.01).  Delayed presentation for care and decreased 
sensitivity to pain may contribute to the higher 
incidence of appendicial perforation. 
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Shinden et al. (2017) Japan Retrospective cohort study 
examining awareness of breast 
cancer symptoms, extent of 
disease at diagnosis, treatment 
received, and survival in patients 
with and without mental illness 
(schizophrenia, dementia, or 
intellectual disability). 

Patients with schizophrenia were less likely to be aware 
of breast cancer symptoms (p < 0.01) and presented 
with more advanced disease at diagnosis.  Patients with 
schizophrenia were more likely to undergo mastectomy 
and less likely to receive adjuvant chemotherapy or 
radiation.  Difference in disease-free survval between 
patients with and without schizophrenia was not 
statistically significant.  

Singh et al. (2006) United States Literature review to examine 
findings related to the nature of 
reported pain insensitivity in 
individuals with schizophrenia 

Among studies examining pain insensitivity in 
individuals with schizophrenia, methodological 
cofounders limited the applicability of results.  
Preliminary findings suggest that the higher pain 
thresholds reported in some studies are multifactorial.   

Tylec et al. (2015) Poland Case study of a patient with 
schizophrenia diagnosed with 
esophageal cancer. 

The patient did not report physical symptoms related to 
cancer, though symptoms were present (choking, 
bleeding).  The patient repeatedly removed his 
tracheostomy tube and exhibited aggressive behavior 
toward hospital staff; further surgical treatment and 
radiation were not offered due to concerns about 
patient’s ability to cooperate with treatment. 

Vancampfort et al. (2017) Multinational Systematic review and meta-
analysis of studies examining 
sedentary behavior and physical 
activity levels in individuals with 
schizophrenia, bipolar disorder, 
and major depressive disorder 

Individuals with schizophrenia, bipolar disorder, and 
major depressive disorder were found to be more 
sedentary than healthy age-matched peers (p = 0.003). 
They were also less likely than healthy age age-
matched peers to meet guidelines for recommended 
amounts of physical activity (p < 0.001).  Lower 
physical activity levels were associated with male 
gender, longer duration of illness, higher body mass 
index, and unemployment. 
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Abstract 
 
 

BACKGROUND: Severe persistent mental illness (SPMI) currently affects an estimated 11.2 

million adults in the United States (National Institute of Mental Health, 2019). Affected 

individuals are known to experience inequities in care, and on average, they die earlier than 

individuals without SPMI. Currently, little is known about hospice use among individuals with 

SPMI, including what factors contribute to the use of hospice services.  

 

AIMS: The aim of this integrated review was to identify factors associated with the use of 

hospice services by individuals with SPMI.  

 

METHODS: A review of the available literature on this topic was performed in accordance with 

PRISMA guidelines. The databases Cumulative Index to Nursing and Allied Health Literature, 

PubMed, and PsycInfo were searched, and relevant records were identified. Ultimately, eight 

studies were identified and selected for analysis.  

 

RESULTS: Themes illustrating the factors associated with hospice use and, within them, 

challenges to obtaining hospice care were discovered. The three themes identified within the 

eight studies were fragmentation of care, inadequate communication, and the need for advance 

care planning. These patterns indicated that multiple barriers to utilizing hospice care exist for 

individuals with SPMI when compared with the general population.  
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CONCLUSIONS: By recognizing and addressing factors influencing the use of hospice care, as 

well as barriers to receiving hospice, improved provision of timely end-of-life care that is 

consistent with individuals’ preferences may be facilitated. 

 

 

Keywords:  severe persistent mental illness, schizophrenia, hospice, end-of-life care 
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Introduction 

Little is currently understood about the care that individuals with severe persistent mental 

illness (SPMI) receive near the end of life, or the factors that influence that care.  Hospice, a 

model of care whose focus is symptom management and comfort in the context of terminal 

illness, can benefit individuals with life-limiting diseases and promote responsible use of medical 

resources.  Understanding factors associated with the use of hospice care by individuals with 

SPMI is essential at a time when discussions about end-of-life care and shared decision making 

are increasingly recognized as important to individual and public health. Individuals with SPMI, 

who have high rates of chronic diseases and die younger than the general population (Chochinov 

et al., 2012), are missing from the conversation.  Through inclusive dialogue and identification of 

current trends, health care for these individuals may be delivered with greater efficacy, and 

mental health and hospice care providers may gain skill and confidence in meeting the needs of 

this vulnerable population. 

Severe Persistent Mental Illness 
 

SPMI describes a subset of mental illnesses that typically have their onset in early 

adulthood and have profound effects on relationships, capacity for educational attainment and 

employability, and social functioning (Carey & Carey, 1999).  Disorders typically included 

under the rubric of SPMI include schizophrenia, schizoaffective disorder, bipolar disorder, major 

depression, and obsessive–compulsive disorder (Carey & Carey, 1999).  Among those classified 

as having SPMI, 90% have schizophrenia (McCasland, 2007).  Individuals living with these 

illnesses experience disadvantages when it comes to health status and outcomes.  Data suggest 

that individuals with serious mental illnesses have shorter life spans than unaffected individuals 

for multiple reasons, including prevalence of chronic diseases, access to services, and ability for 

self-care (Colton & Manderscheid, 2006; Irwin et al., 2014).  Excess morbidity and mortality 

https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
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https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
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among individuals with SPMI have been well documented in the health literature (Chochinov et 

al., 2012; Irwin et al., 2014).  Incidence rates for cardiovascular disease, diabetes, and chronic 

obstructive pulmonary disease have been found to be higher among individuals with 

schizophrenia compared with the general population (Correll et al., 2017; Olfson et al., 2015), 

and these individuals also experience greater mortality from these chronic illnesses (Olfson et al., 

2015).  Additionally, if individuals with SPMI develop cancer, they are more likely to die from it 

(Irwin et al., 2014).  Despite recognition of these inequities, information about the use of hospice 

among individuals with SPMI is scarce.  Care planning and preferences, rates of hospice use, 

completion of advance directives, and communication around end-of-life care warrant 

reexamination, and the experiences of individuals with SPMI facing the end of life merit 

recognition and clear narration. 

Hospice Care 

Hospice, a multidisciplinary care model, consists of medical treatment, symptom 

management, and emotional and spiritual support to individuals with limited life expectancies 

and their families (National Hospice and Palliative Care Organization [NHPCO], 2017).  

Benefits of hospice include improved physical comfort, access to support services, and reduction 

in hospitalizations and invasive treatments unlikely to benefit the terminally ill individual 

(NHPCO, 2017).  Hospice care appears to be advantageous to both individuals and health care 

delivery as a whole. In addition to providing holistic, personalized care, use of hospice services 

has been associated with significant health care cost savings (Powers et al., 2015).  Using data 

from U.S. Medicare beneficiaries in 2011, Powers et al. applied a regression model to estimate 

cost savings with use of hospice services.  Annual national cost savings were estimated to range 

from 316 million to 2.43 billion dollars (Powers et al., 2015).  This translates to approximately 
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355 million to 2.7 billion dollars in 2019 (https://cpiinflationcalculator.com).  Medical 

interventions frequently used at the end of life, including intensive care unit (ICU) stays, are 

often invasive, costly, and may not be in alignment with patients’ expressed wishes for care (Vig 

et al., 2010). While all treatment goals and preferences should be honored, it appears that 

curative treatment remains the focus of most hospital care provided to chronically and seriously 

ill individuals (Jenq & Tinetti, 2013). 

Despite known benefits of hospice care, many eligible individuals—without respect to 

mental health conditions—do not enroll in hospice, and hospice stays are often short (Powers et 

al., 2015).  In 2016, 1.43 Medicare beneficiaries were enrolled in hospice for 1 day or more 

(NHPCO, 2017).  More than half of those served by hospice in 2017 received 30 days or less of 

care (NHPCO, 2017). Reasons for underutilization of hospice appear to be multifactorial, and 

several trends have been identified.  A qualitative study conducted by Vig et al. (2010) found 

that reasons why patients and families choose not to enroll in hospice include the misconception 

that hospice care is only for the last few hours to days of life, the challenge of acknowledging 

death, concerns about losing connections to current health care providers, and delayed referrals 

to hospice by physicians.  Examination of factors associated with obstacles to hospice use may 

offer direction for health care providers, who can help facilitate services for patients who would 

benefit from hospice.  For individuals with SPMI, this support from health care providers may 

prove especially valuable, as available data have suggested that they have not routinely been 

included in national efforts to improve end-of-life care (Foti, 2003). 

Hospice Care and Individuals With SPMI 

Multiple researchers have identified patterns in health care service use among individuals 

with SPMI that appear to differ from the general population (Huang et al., 2017; Irwin et al., 

https://cpiinflationcalculator.com/
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2014).  A seminal 2008 literature review examining palliative care for individuals with SPMI 

suggested that individuals with SPMI encounter multiple challenges to receiving appropriate 

palliative care (Woods et al., 2008).  In the past 10 years, palliative and end-of-life care for 

individuals with SPMI have not been closely reexamined, and current trends in hospice use and 

the provision of end-of-life care for these individuals are not clearly understood.  Care 

preferences and planning, understanding of and ability to acknowledge death, and perceptions 

about hospice among individuals with SPMI necessitate a comprehensive description.  The 

examination of specific factors related to hospice use thus merit a closer look for the purpose of 

facilitating equitable and ethical care for this vulnerable population. 

The purpose of this integrated review was to identify factors associated with use of 

hospice care by individuals with SPMI.  Due to frequent overlapping use of the terms hospice 

and palliative care in the pertinent literature (a reflection of a common occurrence in clinical 

practice), data on the use of palliative care, when utilized for symptom management and comfort 

at the end of life, are also valuable in the investigation of current care trends.  While hospice use 

is thus the focus of this review, literature describing use of palliative care in the context of life-

limiting illness is also discussed. 

Methods 

A comprehensive review of the available literature was conducted with the assistance of a 

research librarian.  The electronic databases Cumulative Index to Nursing and Allied Health 

Literature (CINAHL), PubMed, and PsycINFO were each searched using the search phrases 

“hospice” AND “psychiatric” and “mental illness” AND “hospice.” Additionally, an ancestry 

search was performed using the electronically identified articles.  A total of 126 records was 

identified through the database and ancestry searches.  Two additional records were obtained 

https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
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through other sources. Of the 128 articles obtained, 53 were found to be duplicates.  The 

remaining 75 articles were screened for pertinence to the subject of inquiry.  Articles included 

were those describing research studies whose exclusive focus was on individuals with SPMI or 

specifically schizophrenia, and described use of hospice services or palliative care services, at 

the end of life.  No time limit was imposed on the records reviewed.  Editorials, case studies, and 

literature reviews were excluded from the analysis, and three articles written in languages other 

than English were excluded.  Articles primarily describing the experiences of caregivers or 

substitute decision makers were also excluded, as the experience of individuals themselves was 

of primary interest. Eight studies ultimately met the inclusion criteria for analysis.  The process 

of record identification is depicted in Figure 1. 

Results 

The eight articles included in the analysis represented quantitative and mixed-methods 

studies pertaining to individuals with SPMI, and in some cases, to individuals with a specific 

diagnosis of schizophrenia.  All studies examined use of hospice care, or palliative care services, 

when specifically utilized at the end of life.  Of note, none of the studies specifically reported 

including homeless individuals with SPMI; this presents the possibility that a sector of 

individuals affected by current trends in hospice use were not examined.  Four of the studies 

were conducted in the United States, two in Canada, one in Taiwan, and one in New Zealand. 

Two studies were described in more than one article (Chochinov et al., 2012; Foti, Bartels, 

Merriman, et al., 2005, Foti, Bartels, Van Citters, et al., 2005; Martens et al., 2013).  Overlaps 

related to the findings within each of these publication dyads are considered in the analysis.  A 

summary of the eight studies, including findings, is presented in Figure 1. 
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Through careful review and comparison of the eight articles, patterns and trends in 

hospice use, as well as potential factors limiting use of hospice services, were identified. 

Differences in access to or use of hospice and in utilization of care at the end of life were noted 

in the majority of the studies.  While the identified differences varied across studies, most 

pointed out disparities in use of hospice services between individuals with SPMI and the general 

population.  Within these, specific themes describing potential barriers to hospice use were 

discovered.  Fragmentation of care, inadequate communication, and deficiencies in advance care 

planning emerged as significant factors affecting hospice utilization. 

Discrepancies in Hospice Use 

Several studies conducted within the past decade describe discrepancies in use of hospice 

by individuals with SPMI as compared with the general population.  In a matched cohort study 

conducted in Manitoba, Canada, Chochinov et al. (2012) found out that individuals with 

schizophrenia were less likely to receive palliative care services and more likely to die in nursing 

homes compared with those in the matched cohort.  In this study, individuals with schizophrenia 

were also less likely to see specialist health care providers.  The authors note that while the 

majority of individuals who die of cancer die in an acute care hospital, the rates of in-hospital 

deaths in this study were 75.9% for individuals with cancer and schizophrenia, compared with 

85.9% of individuals with cancer who did not have schizophrenia (Martens et al., 2013). 

Similarly, in a cohort study in New Zealand, Butler and O’Brien (2018) found that 

individuals with SPMI were 3.5 times less likely than matched peers to receive specialist 

palliative care services, as measured by palliative care referrals.  The authors note that this 

finding is not reflective of the expectation that individuals with SPMI might actually 

warrant more referrals to palliative care services, given that this population has higher rates of 
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morbidity and mortality than seen in the general population (Butler & O’Brien, 2018).  In this 

study, the proportion of individuals in the SPMI cohort who identified as Maori was 1.2 times 

higher than in the comparison group, and these individuals were also older, on average (Butler & 

O’Brien, 2018); these between-group differences underscore the discrepancies between needs 

and service utilization. 

In a population-based cohort study conducted in Taiwan, Huang et al. (2017) found no 

significant differences in overall use of palliative care or hospice between individuals with and 

without schizophrenia in the last month of life; however, individuals with schizophrenia had 

fewer consultations with palliative care providers.  Individuals with schizophrenia were also 

found to have a higher rate of ICU utilization and were more likely to receive interventions such 

as cardiopulmonary resuscitation, intubation, mechanical ventilation, and feeding tubes in the 

month preceding death (Huang et al., 2017). 

In contrast to the cohort studies, a cross-sectional study of U.S. veterans with cancer, both 

with and without schizophrenia, found that veterans with a diagnosis of schizophrenia received 

end-of-life care that in terms of quality was rated to be as good as or better than care received by 

individuals without schizophrenia (Ganzini et al., 2010).  More than half (55%) of veterans with 

schizophrenia who died of cancer were enrolled in hospice at the time of death (Ganzini et al., 

2010). This study differed from the others analyzed, for the care environment was a U.S. 

Veterans Health Administration (VHA) facility rather than a civilian hospital; as such, the 

coordination of care and service provision were likely substantially different from those seen in 

non-VHA health care setting. A VHA directive issued in 2008 reiterated the 1996 Veterans 

Health Care Reform Act, which stated that the VHA is obligated to provide hospice and 

palliative care to eligible veterans (U.S. Department of Veterans Affairs, 2008). 

https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg


89 
 

Inadequate Communication About End-of-Life Care 

Communication about preferences for end-of-life care is essential in facilitating care that 

is in accordance with patients’ wishes and values and appropriate to the prognosis.  Open 

communication about end-of-life care may allow for implementation of hospice services when 

they are desired. All the authors of the reviewed articles suggest that inadequate communication 

about preferences for end-of-life care are a barrier to receipt of hospice or palliative care. 

Communication barriers take multiple forms and may be due to both psychiatric symptoms 

themselves and health care provider factors.  Chochinov et al. (2012) report that the disorganized 

thought patterns that typify schizophrenia may lead to inadequate communication of symptoms 

by individuals with schizophrenia and cancer, potentially hindering palliative care referrals. 

Similarly, Butler and O’Brien (2018) suggest that behaviors and symptoms associated with 

SPMI may complicate the assessment and interpretation of physical symptoms, potentially 

affecting the care delivered to these individuals, including hospice care.  Trust and a therapeutic 

alliance with health care providers are integral to adequate management of SPMI, and symptoms 

of schizophrenia may impede development of such an alliance, particularly if providers are not 

willing to engage with these individuals during symptomatic periods.  In the absence of a feeling 

of safety for both patient and provider, discussions about symptom management and advance 

care planning may not occur (Ganzini et al., 2010).  Further research on patient-provider 

communication may elucidate the specific and most significant barriers to effective dialogue. 

Empirical evidence from the research done to date has suggested that individuals with 

schizophrenia may be excluded from end-of-life care decisions due to concerns about 

competency and emotional vulnerability (Candilis et al., 2004).  The role of families and 

caregivers, who may be absent or unavailable to advocate for individuals with SPMI, should also 
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be explored, as family involvement and caregiver resources could prove significant in how and if 

end-of-life care discussions occur. 

Need for Advance Care Planning 

Foti (2003), in describing the challenges inherent in discussing end-of-life care for adults 

with SPMI, cites family communication problems and estrangement, guardianship status, and 

assumptions regarding capacity to participate in end-of-life care decision making as obstacles to 

communication about health care preferences.  Underlying these issues is the question of 

competency; in the instance of an individual with a serious mental illness being judged 

incompetent to make medical decisions, a health care proxy or guardian may be appointed to 

communicate end-of-life care preferences (Foti, 2003).  Such a representative must be 

knowledgeable about both end-of-life care and the feelings and values of the individual.  The 

absence of a representative to facilitate communication about care preferences may result in a 

conversation not taking place, or occurring late in the course of an illness, when advance care 

planning becomes an imminent and stressful endeavor. 

In their nationwide population-based cohort study, Huang et al. (2017), citing prior 

evidence, posit that higher rates of ICU utilization and invasive procedures such as 

cardiopulmonary resuscitation and intubation may be in part related to a decreased frequency of 

having completed advance directives (Cai et al., 2011).  The authors suggest that lack of 

sufficient communication about advance directives may be due to multiple factors, including the 

difficulty of establishing rapport between individuals with SPMI and their health care providers, 

individuals’ potential inability to refuse invasive procedures, and lack of caregivers or advocates 

due to frequently being single and being estranged from family (Foti, Bartels, Merriman, et al., 

2005; Pollio et al., 2002).  Martens et al.’s (2013) findings that individuals with schizophrenia 
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are much more likely than age-matched peers without schizophrenia to die in nursing homes also 

suggests that lack of family support may be associated with lower rates of referrals to palliative 

care. 

Foti, Bartels, Van Citters, et al. (2005) found that individuals with serious mental illness 

are capable of providing input and expressing preferences around end-of-life care decisions.  In 

this study of 150 community-dwelling adults with serious mental illness diagnoses, Foti, Bartels, 

Van Citters, et al. found that most individuals with serious mental illness were able to express 

care preferences in response to hypothetical scenarios.  Examining the same population, the 

authors found that very few individuals with serious mental illness had discussed their 

preferences for end-of-life care, and only 5% reported having had a conversation with their 

physicians about this.  These findings were discordant with the fact that more than one fourth of 

the individuals in the sample reported having thought about their preferences for medical 

treatment in the event of serious illness (Foti, Bartels, Van Citters, et al., 2005).  Most of the 

individuals expressed the belief that someone should be appointed to make medical decisions on 

behalf of individuals who are too ill to do so (Foti, Bartels, Van Citters, et al., 2005).  Specific 

reasons for the disconnect between preferences for end-of-life care and completing advance 

directives according to one’s preferences are not defined, though the authors speculate that for 

individuals with SPMI, hospitalization, an event that may provide an opportunity for discussion 

of care preferences, can be destabilizing, and makes this a challenging time for discussions 

around end-of-life care.  Foti, Bartels, Merriman, et al. (2005) stress that due to the trend of 

lower life expectancies for individuals with SPMI, health care providers should be prepared to 

have discussions about end-of-life care preferences with them. 

Fragmentation of Care 
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Fragmentation of care is a third theme that emerged within the descriptions of end-of-life 

care for individuals with SPMI. Inadequate coordination of care and lack of clarity about 

patients’ preferences and plans for care may hinder referrals to hospice or palliative care 

services. Butler and O’Brien (2018) identify fragmentation of health care as a major barrier to 

individuals with SPMI receiving adequate care for physical health problems. They specifically 

cite a “single-disease framework” as a precipitant to the delays in, or lack of care, that 

individuals with SPMI experience (Butler & O’Brien, 2018).  Both Chochinov et al. 

(2012) and Martens et al. (2013) describe inconsistencies in how and what type of care is 

delivered to individuals near the end of life, suggesting discontinuity in service delivery. In the 

Canadian matched cohort study, individuals with schizophrenia were found to have made more 

visits to general practitioners and psychiatrists, though lower rates of seeing other specialists, 

receiving opioids for pain relief, and receiving palliative care than matched peers (Chochinov et 

al., 2012). Thus, despite evidence of significant interaction with the health care system near the 

end of life, individuals with schizophrenia did not have frequent encounters with services that 

might have offered a path to palliative or hospice care. In their 2008 literature review, Woods et 

al. (2008) pointed out that providers outside psychiatry or hospice care may be reluctant to care 

for individuals with SPMI due to inexperience and discomfort. The more recent studies 

by Chochinov et al. (2012), Martens et al. (2013), and Butler and O’Brien (2018) suggest that 

this trend toward separation of health care needs, which may promote fragmented care, has not 

abated. 

Discussion 
 

The analysis of eight studies examining the use of hospice services by individuals with 

SPMI has revealed themes that illustrate factors and barriers related to receiving hospice care 
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(see Table 1). Collectively, discrepancies in end-of-life care between individuals with SPMI and 

the general are apparent. Inadequate communication, the need for advance care planning, and 

fragmentation of care appear to affect the ways in which hospice care is accessed, utilized, and 

missed. The interaction of these factors likely further influences hospice use among individuals 

with SPMI, as communication and coordination of care ultimately inform care delivery. With 

awareness of these issues, clinicians and community caregivers can be proactive in addressing 

the disparities in care and working toward solutions to close the gaps. 

Initiating conversations about care preferences and completing advance directives can 

provide clarity about an individual’s treatment preferences and facilitate improved care 

coordination. Shared decision making, a process by which determinations about preferences and 

goals of care may be established, has been promoted by the Agency for Healthcare Research and 

Policy as an ideal means of establishing treatment plans (U.S. Department of Health and Human 

Services, 2016). In shared decision making, the patient and health care provider work together to 

make health care decisions that are in the best interest of the patient (U.S. Department of Health 

and Human Services, 2016). This process has the potential to yield important information for 

individuals with SPMI and their health care providers, bringing preferences and perspectives to 

light. The importance of open communication with health care providers may carry even greater 

weight for individuals with SPMI, as relationships with family, who are often tasked with 

contributing to end-of-life care needs and decisions, may be strained or nonexistent. More 

advocates for individuals with SPMI, both within and outside the medical system, are needed to 

help ensure that this important communication takes place. 

It is important to note that the differences in hospice use between individuals with SPMI 

and the general population did not appear to be country- specific. The studies conducted in 

https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg
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Canada, Taiwan, and New Zealand, all of which employ national public health services, 

identified phenomena similar to those seen in the United States in terms of perception of SPMI 

and use of end-of-life care. This suggests that access to and affordability of care, known barriers 

to obtaining health services in the United States, cannot be assumed to the primary drivers of 

inequities in care when it comes to services at the end of life; rather, fragmentation of care 

appears to be pervasive. It is significant that the only study showing equal or superior receipt of 

hospice care involved individuals who received treatment in an environment in which the 

provision of hospice and palliative care were obligatory. This care, which was provided in a 

VHA medical setting, may suggest a model for non-VHA medical centers. 

A potential limitation of the studies analyzed is sample size, which may have yielded 

insufficient representation of individuals with SPMI. The four studies conducted in the United 

States utilized small samples, representing limited sectors of individuals with SPMI. The studies 

involving community-dwelling individuals may have provided data on a subset of individuals 

with SPMI who are less affected by symptoms related to mental illness and therefore not 

necessarily representative of this population as a whole. It should be noted that community-

dwelling individuals with SPMI may live with or have access to family, which could influence or 

change the experience of accessing or receiving hospice care. Clearly, further research is needed 

to fully understand the role of family in this area. A significant challenge inherent in studying 

this marginalized population is whether some of the sickest individuals with SPMI are accounted 

for in these studies. Homelessness, a significant problem among individuals with SPMI 

(Podymow et al., 2006), can make the causes and circumstances surrounding death harder to 

determine, and inevitably, some deaths will be missed. The condition of homelessness also 

represents the socioeconomic inequalities that exist for many individuals with SPMI, and which, 

https://journals.sagepub.com/doi/full/10.1177/1078390320910482?casa_token=AETlcmJlYAUAAAAA%3AHigHkfx4v2lGCh7cSp_Eq8l1Zc_wXTifGbbYigIv395Xr20RmO3S4upsN-MuI0c9HDCcWq2867N7Tg


95 
 

for some, may be prohibitive of securing hospice services. The problem, which is multifactorial, 

must be addressed on both a local and a national level and will require both the material 

resources and clinical acumen to reach these individuals. Psychiatric and mental health nurses, 

with their skill and expertise in reaching mentally ill individuals who may otherwise avoid care, 

may be particularly suited to serve as advocates and leaders in this endeavor. Inclusion of 

homeless individuals with SPMI in future studies would add to the depth of information on this 

marginalized population. 

Clarification and consistency around use of the terms hospice and palliative care may 

improve accessibility to specific data on hospice use, particularly when information about 

underrepresented populations is sought. When more information related to individuals with 

SPMI and their use of hospice use is brought to light, directions for future research into the 

experiences and challenges faced by these individuals will become clearer. In light of the 

currently limited material conveyed through the voices of individuals with SPMI, qualitative 

studies may initially provide the strongest direction for the journey toward improved knowledge 

and understanding. 

Conclusions 

The current literature reveals discrepancies in use of hospice services between individuals 

with SPMI and the general population. This chasm, which has been observed internationally and 

is likely multifactorial, may be closed if specific factors affecting use of hospice by individuals 

with SPMI can be clarified and addressed. Additional focused research is imperative to define 

effective means for the equitable provision of end-of-life care. 
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Table 1 Studies Examining Hospice Use and End-of-Life Care Trends Among Individuals with SPMI 
 

Source Purpose Design Sample Summary of Findings 

Butler et al. 
2018 

Examine access to palliative 
care by individuals with SPMI 

Retrospective cohort 
study 

Individuals with and without SPMI 
utilizing palliative care resources in one 
health district in New Zealand 
(n = 4103; SPMI = 147) 

Individuals with SPMI were 3.5 times less likely 
than the general population to access specialist 
palliative care services (rate ratio = 0.29). 

Chochinov 
et al. 2012 

Compare utilization of health 
services, including palliative 
care, in the last 6-24 months of 
life by individuals with vs. 
without schizophrenia 

Retrospective matched 
cohort study 

Individuals with and without a diagnosis 
of schizophrenia in Manitoba, CA. 
Data obtained from National Repository. 
(n = 14889; schizophrenia = 3943) 

Compared to the matched cohort, individuals with 
schizophrenia spent more days in nursing homes 
(p < 0.01), and were less likely to see specialists 
(p < 0.01), receive opioid analgesia (p < 0.01) or 
receive palliative care (OR = 0.48). 

Foti  
2003 

Improve access to advanced 
care planning resources and 
end-of-life care 

Demonstration project 
involving individuals 
with SMI, healthcare 
providers, and 
community stakeholders 

Adults served by the Massachusetts 
Department of Mental Health Services; 
medical charts reviewed 
(n = 344) 

Cross-training of healthcare providers led to 
improved coordination of care.  An increased 
number of individuals with SMI went on to 
complete health care proxy forms. 

Foti et al. 
2005a 

Examine interest in and ability 
to express preferences about 
advance care planning among 
individuals with SPMI 

Structured interview, 
including use of 
hypothetical health 
scenarios 

150 adults with SMI living in the 
community (Massachusetts, USA) 

Most individuals with SMI were able to express 
preferences for care when given hypothetical 
scenarios.  Individuals endorsed preferences 
similar to those in general population. 

Foti et al. 
2005b 

Examine preferences 
regarding end-of-life care 
among individuals with SPMI 

Health Care Preferences 
Questionnaire 
administered to 
individuals with SPMI 

150 community dwelling adults in 
Massachusetts, USA with serious mental 
illness (SMI). 

Individuals with serious mental illness were able 
to identify treatment preferences in response to 
end-of-life health scenarios. 

Ganzini et 
al. 
2010 

Compare quality of end-of-life 
care between individuals with 
and without schizophrenia 

Cross-sectional study Veterans with and without schizophrenia 
(n =  256; schizophrenia = 60) in a VHA 
medical center in Oregon, United States 

Veterans with schizophrenia had longer hospice 
stays (p = 0.05) and had more orders for life-
sustaining treatment (p < 0.01) than veterans 
without schizophrenia. 

Huang et al. 
2017 

Compare treatments received 
near the end of life in 
individuals with cancer and 
with vs. without schizophrenia 

Nationwide population-
based cohort study 

Individuals > 20 years old in Taiwan 
with and without schizophrenia, newly 
diagnosed with cancer 
(n = 9,555; schizophrenia = 1911) 

No significant difference in rates of admission to 
hospice.  In the month before death, individuals 
with schizophrenia had more ICU admissions (OR 
= 1.21), were less likely to receive chemo (OR = 
0.60), and more likely to undergo invasive 
procedures. 
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Martens et 
al. 
2013 

Compare causes and places of 
death for individuals 
with/without schizophrenia 

Retrospective matched 
cohort study 

Decedents in Manitoba, CA with and 
without schizophrenia 
(n = 15,770; schizophrenia = 3943) 

Individuals with schizophrenia were more likely to 
die of lung cancer than matched controls (p < 
0.04). 
Individuals with schizophrenia were much more 
likely to die in nursing homes (p < 0.0001). 

 



104 
 

 
 
 
 
 
 
 
 
 
 
 
 

Chapter V 
 

Summary and Discussion 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 



105 
 

 
 

Severe persistent mental illness (SPMI), also referred to as serious mental illness (SMI) is  
 
a major cause of morbidity and disability both in the United States and worldwide (National  
 
Institute of Mental Health, 2018).  Individuals living with SPMI experience poorer health  
 
outcomes and have lower life expectancies compared to the general population (Irwin et al.,  
 
2017; Weinstein et al., 2016).  Underlying these disproportionately poor outcomes are stigma  
 
related to mental illness (Irwin et al., 2014), difficulties accessing health care (Irwin et al., 2019),  
 
and barriers to effective communication between individuals with SPMI and health care  
 
providers (Cole & Padmanabhan, 2012; Irwin et al., 2017).  These inequities can be seen in the  
 
care that individuals with SPMI receive, the challenges they face in obtaining necessary medical  
 
care, and how and where they live and die (Chochinov et al., 2012). 
 

This dissertation had three aims.  The first aim was to identify facilitators and barriers to  
 
providing adequate care to older adults with SPMI who reside in long-term care facilities.  The  
 
second aim was to describe the current data on symptom clusters identified in individuals  
 
with schizophrenia and cancer.  The third aim was to identify current trends in hospice use  
 
among individuals with SPMI and explore potential challenges that individuals with SPMI face  
 
when identifying options for care at the end of life. 

Qualitative Study:  Findings 

Health care professionals who care for older adults with serious mental illness and  

chronic medical conditions residing in long-term care facilities encounter barriers meeting the  

needs of these residents.  The health care providers who were interviewed for the qualitative  
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descriptive study, which included nurse practitioners, physical and occupational therapists, a  

registered nurse, social worker, and a primary care physician, described the barriers they  

encounter, and also noted beneficial and effective approaches perspectives which helped them  

to provide person-centered care for these residents.  Within the interviews, several important  

themes were identified.  These were:  coming to know the individual and their unique needs  

takes time; being flexible and adapting approaches facilitates trust; respecting the inherent worth  

of each person promotes caring. 

Positive relationships with health care providers and caregivers may help facilitate 

meeting the needs of individuals with SPMI and chronic medical conditions.  Respect, taking the 

time to get to know and build trust with residents living with SPMI, and willingness to adapt care 

for individuals with SPMI may facilitate the provision of optimal care for these individuals.  A 

specific means of respect for individuals with SPMI is a willingness to “get into their world”-- to 

consider the perspectives and perceptions of individuals living with serious mental illness and 

medical conditions.  Barriers to meeting the needs of individuals with SPMI, particularly those 

who are also living with chronic medical conditions, include inadequate/limited time, challenges 

in communicating with these residents, and the symptoms related to mental illness, which may 

contribute to difficulties accepting care.  

Long-term care facilities in the United States may lack the resources needed to 

adequately care for older adults with SPMI (Birtley & Phillips, 2020).  Long-term care residents 

with SPMI have a complex set of needs, including management of chronic medical conditions as 

well as care and support for psychiatric conditions (Van der Wolf et al., 2019).  Data show that 

the number of individuals with SPMI living in long-term care facilities has been increasing 
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(Fullerton et al., 2009; Hua et al., 2020).  Given this trend, an examination of care for long-term 

care residents living with SPMI and medical conditions is prudent. 

Symptom Clusters in Individuals with Schizophrenia and Cancer:  Findings 

Individuals living with schizophrenia are known to experience higher rates of diseases  

that have been linked to increased incidences of certain cancers.  Some of the chronic diseases  

more prevalent among individuals with schizophrenia include cardiovascular disease and  

diabetes (Mazereel et al., 2020; Vancampfort et al, 2017), which are more commonly found in  

individuals who are obese.  While antipsychotic medications may be of great benefit in helping  

individuals with schizophrenia to manage symptoms, the potential adverse effects of some  

antipsychotic medications may contribute to health conditions such as obesity and related  

metabolic diseases (Mazereel et al., 2020), which may ultimately affect cancer risk and  

outcomes.  Additionally, hematologic effects of some antipsychotic medications may complicate  

cancer treatment, increasing the risk for potentially serious reactions to treatments such as  

immunosuppressive chemotherapy (Cole & Padmanabhan, 2012). 

Individuals with schizophrenia may experience cancer symptoms, as well as symptoms of  

physical illnesses in general, differently than individuals without schizophrenia.  This can  

contribute to under-recognition of illness, in some cases delaying diagnosis until the disease is in  

a later stage (Farasatpour et al., 2012).  Decreased perception of pain, or hypoalgesia, has 

specifically been proposed as a potential factor contributing to late cancer diagnoses (Farasatpour  

et al., 2012; Singh et al., 2006).  However, physiological mechanisms behind this phenomenon  

do not appear to be well understood, and the phenomenon itself cannot be viewed as an expected  

occurrence in individuals with schizophrenia.   

The psychiatric and cognitive symptoms of schizophrenia may also influence cancer  
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diagnosis, treatment, and outcomes.  Difficulties fully understanding a cancer diagnosis due to  

disorganized thought process can contribute to delays in starting treatment (Irwin et al., 2017) or  

ability to accept and complete treatment (Cole & Padmanabhan, 2012).  Such symptoms may  

contribute to difficulties communicating with health care providers, further hindering 

referrals for and initiation of stage-appropriate treatment (Irwin et al., 2017).  More visible  

psychiatric symptoms of schizophrenia such as paranoia, agitation, and aggressive behaviors  

may limit opportunities for communication and discourage medical providers from engaging  

with individuals with schizophrenia (Farasatpour et al., 2012).  Disengagement with individuals 

with schizophrenia may ultimately preclude the recognition of illness and symptom clusters  

related to cancer in this population. 

Hospice Use Among Individuals with Serious and Persistent Mental Illness: Findings 

Individuals with serious and persistent mental illness have shorter lifespans and are 

disproportionately affected by many chronic medical conditions, but little attention has been 

focused on end of life care for this population.  An integrated review of the literature to date has 

revealed current trends in hospice use in this population as well as several specific challenges 

constitute major barriers to hospice use in this population.    

Communication about end-of-life care is essential in facilitating care that reflects the 

preferences and values of the patient.  For individuals with SPMI, communication with health 

care providers around end-of-life care may be hindered by symptoms related to mental illness; 

individuals may have difficulty describing symptoms due to disorganized thought process, and 

providers may be reluctant to engage with individuals with SPMI when cognitive and psychiatric 

symptoms are present (Chochinov et al., 2012).  When a sense of safety, trust, and a therapeutic 

alliance have not been established, discussions around end-of-life care are less likely to transpire 
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(Ganzini et al., 2010).  Concerns about the cognitive and emotional capacities of individuals with 

SPMI may also deter medical providers from initiating conversations about end-of-life care 

(Foti, 2003). 

Advance care planning helps to facilitate end-of-life care that is congruent with 

individuals’ preferences and values.  However, data suggest that advance care planning often 

does not occur for individuals with SPMI (Huang et al., 2017).  Reasons for this include an 

assumption that individuals with SPMI are unable to participate in advance care planning or 

express their preferences (Foti, 2003), difficulty establishing rapport with health care providers, 

which enables discussions around end-life-care (Ganzini et al., 2010; Huang et al., 2017), and 

hospitalizations, which, while they serve as opportunities for advance care planning, can be 

destabilizing for individuals with SPMI (Foti et al., 2005).  

Fragmentation of care may create barriers to receiving desired end-of-life care, which  

may include hospice services.  Lack of care coordination and uncertainty around care preferences  

may hinder referrals to services such as palliative care and hospice for individuals with SPMI.   

Chochinov et al. found that individuals with SPMI and diagnoses of life-limiting conditions had  

lower rates of receiving palliative care and interventions such as opioids for pain relief, despite  

having more visits with both primary care providers (Chochinov et al., 2012).  Factors such as  

access to services and lack of comfort among providers outside of psychiatry and hospice care in  

caring for individuals with SPMI have been identified as barriers to connecting these individuals  

with hospice and palliative care services (Woods et al., 2008). 

Overarching Themes 

Across the three investigations compiling this dissertation, three major themes were  

revealed: communication challenges between individuals with SPMI and their health care  
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providers negatively impact health outcomes; fragmentation of care creates barriers to  

communication and collaboration; and stigma and assumptions about individuals with SPMI  

have led to exclusion in the health care system and missed opportunities for care.   

Communication 

Clear and effective communication between individuals with SPMI and their health care  

providers is necessary to facilitate adequate assessment and treatment of medical conditions and  

ensure that the needs and preferences of the individual are understood.  Miscommunication has  

been shown to result in missed symptoms and opportunities for care as well as the potential   

omission of care options. 

Individuals with SPMI–specifically, individuals with schizophrenia–who experience  

symptoms of physical health conditions may have difficulties communicating their symptoms to  

their medical providers.  These difficulties may stem from cognitive impairment related to  

schizophrenia and/or psychiatric symptoms such as disorganized thought process, paranoia, or  

delusions.  When such symptoms are present, physical symptoms may be more difficult for  

providers to assess and interpret (Butler & O’Brien, 2018). Additionally, mistrust of medical  

providers and hospitals, which in some cases is related to paranoia (Irwin et al., 2019a) may  

discourage open dialogue with medical providers.  Non-psychiatric providers may feel unsure  

about communicating with patients with SPMI (Cole & Padmanabhan, 2012), and as a result,  

necessary conversations may not take place. Hence, health care providers may inadvertently  

contribute to and perpetuate inadequate communication with patients living with schizophrenia  

by not fully engaging with these patients.  Additionally, diagnostic overshadowing–the  

misattribution of physical illness symptoms to psychiatric causes–may prevent discussions about  

medical problems and delay diagnoses (Cole & Padmanabhan, 2012). 
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Individuals living with SPMI and facing terminal diagnoses may miss opportunities to  

receive palliative or hospice care due to being excluded from conversations around end-of-life  

care planning.  This can occur due to individuals’ difficulty communicating due to the presence  

of psychiatric symptoms (Chochinov et al., 2012) and responses of health care providers to  

patients exhibiting these psychiatric symptoms.  Additionally, while evidence suggests that many  

individuals living with SPMI are able to express preferences about their care in response to  

hypothetical scenarios (Foti et al., 2005), discussions about end of life care often do not occur. 

Health care professionals working in long-term care settings, who regularly witness the  

communication challenges experienced by residents with SPMI, described the barriers to  

effective communication with these individuals.  Communicating with individuals with SPMI  

can take more time, and time was noted to be in limited supply by long-term care staff.   

Willingness to find and take the time to listen, ask questions, re-explain health information, and  

demonstrate investment in residents living with SPMI can foster effective communication and  

build trust–the foundation for relationships with vulnerable individuals. 

Care Fragmentation 

The treatment of physical and mental health conditions as separate tasks to attend to may  

contribute to poor care coordination and perpetuate the perception of an absolute division  

between physical and mental health.  When care is not well coordinated, particularly for  

individuals with SPMI and physical health conditions, pertinent medical information may be  

missed, or may not be communicated to all treatment providers (Irwin et al., 2017).  The end  

results can include lower quality of care and care that is less likely to meet the needs of  

individuals with SPMI (Cole & Padmanabhan, 2012; Irwin et al., 2017). 

Individuals living with SPMI and facing a cancer diagnosis may not be well-connected to  
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primary care physicians or medical specialists other than psychiatrists (Farasatpour et al., 2012).   

Reasons for this include difficulty accessing care due to financial burden and social isolation  

(Irwin et al., 2019a) and in some cases, avoidance of contact with the health care system (Grassi  

& Riba, 2020).  Limited and ineffective interactions with medical providers can contribute to  

delays in cancer diagnoses and the initiation of treatment (Irwin et al., 2014), both of which  

contribute to poorer cancer outcomes (Farasatpour et al., 2012; Grassi & Riba, 2020).  In  

addition to less contact with health care providers outside of psychiatry, the segregation of  

cancer care from mental health services may mean that oncologists do not have access to  

patients’ full psychiatric and medical histories; this can mean that treatment recommendations  

and decisions are made without consideration of all aspects of patients’ health and needs (Irwin  

et al., 2017).   

The physical separation of psychiatric care from medical services–by location, 

department, organizational structure, or academic medical track–may reflect the perception and  

treatment of mental illness, and particularly SPMI, as beyond the scope of primary care and other  

non-psychiatric providers.  Feelings of uncertainty among medical providers when  

communicating with patients with SPMI (Cole & Padmanabhan, 2012) suggest potential  

knowledge deficits and a need for additional training and support for providers.  Education on  

psychiatric disorders has been identified as a need among physicians who do not practice  

psychiatry, such as oncologists (Irwin et al., 2019a) and women’s health providers (Garbarino et  

al., 2019).  

 Disparities in the provision of end-of-life care reflect care fragmentation and gaps in  

services for individuals with SPMI facing terminal diagnoses.  In a matched cohort study,  

Chochinov et al. (2012) found that individuals with schizophrenia nearing the end of life had  
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fewer visits with medical specialists and lower rates of receiving palliative care, despite having  

more contact with psychiatrists and general practitioners (Chochinov et al., 2012).  In addition to  

lower rates of receiving palliative care, data suggest that individuals with SPMI are more likely  

than individuals without SPMI to die in nursing homes (Martens et al., 2013), and may have pain  

at the end of life inadequately treated (Lin et al., 2020).  Care setting and symptom management  

at the end of life are in part reflective of care preferences and communication with health care  

providers.  The discrepancies noted may indicate significant gaps in coordination of care for  

individuals with SPMI. 

 In long-term care settings, the separation of care into medical and psychiatric can create  

barriers to addressing the overall health needs of long-term care residents living with SPMI.   

Long-term care residents living with SPMI and chronic medical conditions constitute a growing  

proportion of the long-term care population (Hua et al., 2021), yet evidence suggests that many  

long-term care facilities are not prepared to meet the mental health needs of these individuals  

(Grabowski et al., 2010; Kaldy, 2018).  While management of medical conditions is routinely  

provided in facilities by physicians or nurse practitioners, residents with SPMI have a complex  

set of needs, including psychiatric care, which require care coordination across specialties   

(Birtley & Philips, 2020).   

Health care professionals who care for these individuals in long-term care describe the  

imposed schism between physical health management and psychiatric care, and the  

consequences for residents with SPMI.  Further complicating the care of persons with SPMI, is  

the issue that individuals with psychiatric diagnoses, particularly schizophrenia, may not be  

accepted to long-term care facilities and additionally, if a person with SPMI develops acute  

medical problems requiring treatment, health care providers may be hesitant to treat them due  
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to concerns, assumptions, and potential implications of the psychiatric diagnosis and their  

capacity to care for these individuals (Noblett et al., 2017).   

Stigma and Assumptions  

Underlying miscommunication, missed opportunities for care, and disconnections  

between mental and physical health services is stigma surrounding SPMI and assumptions  

about the individuals living with them.  Stigma and assumptions ultimately do harm to the  

mental and physical health of individuals with SPMI by making access to care more difficult,  

discouraging providers from providing appropriate care, and limiting opportunities for  

individuals to participate in and receive care that is most appropriate to their needs.  

When individuals living with schizophrenia develop cancer, the cancer diagnoses are  

more likely to be later stage compared to the general population (Chou et al., 2016; Irwin et al.,  

2014).  Among factors contributing to late stage diagnoses are disparities in access to and quality  

of care (Grassi & Riba, 2020; Irwin et al., 2017).  Barriers to obtaining care may result from both  

individuals’ avoidance of the health care system (Grassi & Riba, 2020) and health care  

providers’ concerns and difficulties around engaging with individuals with SPMI (Cole &  

Padmanabhan, 2012; Irwin et al., 2014).   

Evidence suggests that underlying this disconnect are mistrust and fear.  Individuals  

with SPMI may distrust clinicians and hospitals due to distressing or traumatic experiences  

during hospitalizations, particularly involuntary admissions (Berry et al., 2013).  Medical  

providers may fear interactions with patients with SPMI due to a lack of preparedness and a false  

perception that these individuals are violent (Giandinato et al., 2018; Grassi & Riba, 2020).   

Despite media images which may suggest this, the absolute risk of violence among individuals  

with schizophrenia is low (Irwin et al., 2014). A focus on or expectation of psychiatric symptoms  
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of schizophrenia may contribute to diagnostic overshadowing, in which symptoms related to  

physical illness are attributed to a psychiatric condition (Cole & Padmanabhan, 2012).  This  

phenomenon suggests a perception of individuals with SPMI as one-dimensional–characterized  

solely by psychiatric symptoms.  

Cancer treatment provided to individuals with SPMI similarly reflects assumptions about  

these individuals’ capacity to engage in treatment.  Evidence reveals that cancer care received by  

individuals with SPMI is of lower quality, in that in many cases, it may be less aggressive and  

deviate from established stage-appropriate care (Irwin et al., 2014; Irwin et al., 2017).  While  

disruptions in cancer treatment may occur due to symptoms such as difficulty comprehending a  

cancer diagnosis (Cole & Padmanabhan, 2012) or refusal of treatment (Chou et al., 2016),  

studies examining collaborative care models suggest that individuals with SPMI who develop  

cancer can engage in cancer treatment when appropriate support is provided (Irwin et al., 2019a). 

Assumptions about capacity of individuals with SPMI to engage in conversations around  

terminal diagnoses and end-of-life care may impact if and how often these discussions occur  

(Butler & O’Brien, 2018).  While research to date suggests that many individuals living with  

SPMI are capable of expressing preferences for end-of-life care, discussions around advance care  

planning between health care providers and patients can be hindered by the assumption that these  

individuals do not have the capacity to participate in these discussions (Candilis et al., 2004;  

Foti, 2003).  While trust can facilitate a therapeutic relationship and open up dialogue between  

patients and providers, patients’ propensity to distrust medical providers due to a history of  

negative experiences, and gaps in providers’ understanding of the needs and experiences of  

individuals with SPMI, can preclude or hinder trust and open dialogue between patients and  

providers. 
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Individuals with SPMI and chronic medical conditions who live in long-term care are  

vulnerable to misunderstanding and isolation.  As residents of facilities which were largely not  

designed to provide for their needs, individuals with SPMI, though currently more commonly  

housed in long-term care facilities, may be perceived as distinct from more typical long-term  

care resident, such as those with dementia or other neurocognitive disorders (van der Wolf et al.,  

2019).  With the focus on psychiatric symptoms exhibited by residents with SPMI and medical  

conditions, physical health needs may be neglected.  Nurses who care for these residents  

described instances of long-term care residents with SPMI having physical symptoms such as  

pain and infection overlooked and confounded by psychiatric symptoms such as anxiety,  

agitation, paranoia, and social withdrawal potentially impacting the treatment of cancer.   

Beyond the symptoms that indicated psychiatric illness were the individuals themselves, with all  

of the needs and complexities inherent to their humanity. 

Research Implications 

Individuals with SPMI are commonly excluded from participating in research due to 

assumptions about competency to participate and concerns about the need to protect vulnerable 

individuals from potential harm (Humphreys et al., 2015; Irwin et al., 2014). This has 

contributed to the limited amount of data on physical illnesses–both chronic medical conditions 

and specific diseases such as cancer in this population.  Increased inclusion of individuals with 

serious and persistent mental illness in medical research, and particularly in clinical trials, has the 

potential to expand current knowledge of the health needs of this population and increase 

clinicians’ understanding of the complex interplay between mental illness and physical health 

conditions.  Opportunities to participate in research may also expand treatment options for 

individuals living with SPMI, providing them with more and possibly improved treatment 
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options (Irwin et al., 2019a).  The ethical principle of beneficence includes the protection of 

vulnerable individuals from potential harm in research, yet endeavoring to protect them from 

potential harm may ultimately result in the systematic exclusion of these individuals from 

research (Humphreys et al., 2015).  For individuals with SPMI, this can preclude access to 

specialized care and ultimately worsen the existing health disparities that they face.  

To address inequities in health outcomes for individuals living with SPMI, future 

research examining health factors specific to this population is needed.  Currently, knowledge of 

cancer symptom clusters in individuals with SPMI is limited.  Studies to date suggest that 

presentations of cancer-related symptoms and responses to cancer diagnoses may differ in 

clinically significant ways from those experienced by individuals without SPMI. To better 

understand these phenomena and develop effective interventions to improve cancer diagnosis, 

treatment, and outcomes for individuals with SPMI, studies focused on cancer symptom clusters 

for these individuals are necessary.  

Inequities in care delivered later in life for individuals living with SPMI speak to a need 

for further investigation into care for older adults with SPMI and chronic medical conditions, 

including those who reside in long-term care.  Qualitative data point to time, trust, and empathy 

as vital for fostering understanding of the needs of these individuals, who, by virtue of their place 

of residence, are a less visible population.  With insight into how older adults with SPMI and 

medical conditions may understand their health conditions and respond to interactions with 

providers, health care professionals can adopt approaches that are more likely to be acceptable to 

individuals with SPMI, and more likely to facilitate effective dialogue about symptoms and 

problems impacting health and quality of life.  Qualitative data from the individuals themselves 
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may provide direction for studies examining measurable interventions to improve care options 

and delivery for older adults in long-term care living with SPMI and chronic medical conditions.  

Policies informing care for older adults with SPMI must take into consideration the needs of this 

growing population.  Long-term care facilities, brought into the spotlight in the wake of the 

Covid-19 pandemic, may experience pressure to evolve as care delivery in long-term care 

receives increased attention from concerned consumers and policymakers. 

Studies examining the provision of end-of-life care for individuals living with SPMI are 

currently limited.  An integrated review of research to date indicated specific challenges to 

accessing palliative and hospice care for individuals with SPMI.  The identification of barriers to 

receiving appropriate end-of-life care can direct potential solutions, including research into 

interventions to improve the provision of palliative care and hospice when desired by the 

individual.  The need for improved communication about serious illness, end-of-life care, and 

advance directives, as well as better care coordination, suggest a role for trials of collaborative 

care models specifically designed to support individuals with SPMI facing life-limiting illnesses.  

A recent trial of a person-centered collaborative care model for individuals with SPMI and 

cancer found that such a model was well-received by patients, caregivers, and oncologists, and 

that both cancer treatment completion and psychiatric symptoms for enrolled patients with SPMI 

were positively impacted (Irwin et al., 2019a). 

Clinical Implications 

The insights gained from the perspectives of health care professionals who care for adults  

with SPMI in long-term care, examination of the available data on symptom clusters in  

individuals with schizophrenia and cancer, and an integrated review of the literature in hospice  

use among individuals with SPMI all speak to the need for greater collaboration between health  
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care providers when caring for this population.  Communication, coordination of care, and  

understanding of the needs of individuals with SPMI can all benefit from a collaborative  

approach to care.   

Research to date investigating collaborative care models used to provide medical care to  

individuals with SPMI suggests that the integration of psychiatric and medical care can be highly  

beneficial to both patients with SPMI and their providers.  A trial testing the feasibility and  

acceptability of a person-centered collaborative care model for individuals with SPMI and cancer  

found that such an approach, with structured communication between patients, caregivers,  

oncologists, psychiatrists, and case managers, was perceived as beneficial for all parties (Irwin et  

al., 2019a).  More specifically, patients with SPMI and cancer were more likely to complete  

cancer treatments, and psychiatric symptoms improved (Irwin et al., 2019a). 

In addition to improving communication and collaboration, ensuring that the needs of  

individuals with SPMI are appropriately addressed in clinical settings includes implementing  

assessment methods that are appropriate for them.  With the knowledge that individuals with  

SPMI may have difficulty recognizing physical illness symptoms or communicating symptoms,  

health care providers can pay careful attention to changes in physical presentation, take the time  

to ask patients with SPMI about their symptoms, and consider alternative methods for symptom  

assessment.  The inclusion of caregivers and family members in the individual’s care should also  

be considered when appropriate, as it may help providers to better understanding the individuals’  

history and build rapport.  Individuals with schizophrenia are vulnerable to having their pain  

undertreated, particularly near the end of life (Chochinov et al., 2012).  Screening for pain using  

alternative measures, such as non-verbal pain scales, may be helpful in evaluating pain in  

individuals with schizophrenia when communication skills are compromised by cognitive or  
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psychiatric symptoms (Lin et al., 2020).     

Theoretical Implications 

Person-centered care, a model of care characterized by a focus on the individual and  

specifically, the individual’s needs, preferences, and values, has been promoted as an optimal  

approach to care in nursing, medicine, and long-term care (Mestagh & Hansen, 2014; Yoon,  

2018). While Kitwood first described person-centered care in the context of caring for  

individuals with dementia (Kitwood, 1997), the benefits of person-centered care have been  

demonstrated for other populations, including individuals with SPMI and intellectual and  

developmental disabilities living in long-term care (Howard et al., 2021).   

The concept of personhood has proved to be an apt lens through which to more clearly  

view the circumstances encountered by individuals with SPMI as they experience illness, aging,  

and the end of life.  Across examinations of health care for individuals living with SPMI—cancer  

care, care delivered in long-term care facilities, and end-of-life care—the core elements of  

person-centered care emerged as prerequisites for improving care for these individuals and  

resolving inequities in health outcomes.  Respect, trust, inclusion, open communication, and a  

willingness to put oneself in the place of an individual living with SPMI have been identified as  

specific facilitators to delivering care that is appropriate and beneficial for these individuals.  The  

relevance of personhood to the care of individuals with SPMI suggests a wider scope for the 

concept of personhood.  Personhood can inform understanding of the needs of individuals  

with SPMI, and the challenges underlying caring for this population—communication,  

fragmented care, and stigma—demonstrate what must be acknowledged and overcome by  

honoring personhood and delivering person-centered care. 

Limitations 
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Individuals living with SPMI in addition to medical conditions are currently 

underrepresented in medical and nursing literature; as such, the foundations for research are still 

being established.  The available information on this population largely exists in pockets within 

the literature on general mental illness, chronic medical conditions, older health, and end of life 

care.    

The qualitative study was limited by the inability to obtain information from long-term 

care residents themselves.  While the data that were obtained from health care providers who 

care for individuals with SPMI and chronic medical conditions provided valuable insight into 

barriers and facilitators to providing good/adequate care for this population, insights from 

individuals with SPMI who live in long-term care would contribute unprecedented  

information to the body of literature on the needs of this commonly unseen population.  Future  

qualitative studies with individuals with SPMI can be directed by the insights gained from the  

interviews with the providers who care for them.  Ultimately, quantitative research measuring  

specific factors influencing the care received by individuals with SPMI in long-term care may be  

guided by first-hand knowledge and insights into these factors. 

Conclusion 

 Individuals living with SPMI experience inequities in health outcomes, access to care,  

and life expectancy.  These inequities, rooted in a history of segregation by institutionalization   

and stigmatization of individuals with SPMI, have impacted their experiences of care for serious  

medical illnesses, chronic conditions, and care near the end of life.  Improved communication  

and coordination of care can enhance health services utilized by individuals with SPMI,  

improving their chances for positive health outcomes. Inclusion in research can both expand  

opportunities for these individuals to gain access to important treatments and contribute to a  
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better understanding of medical conditions in individuals with SPMI.  Reversing health  

inequities for individuals living with SPMI will necessitate multidisciplinary collaboration and  

investment in the well-being of this often overlooked population. 

 Examining the inequities experienced by individuals living with SPMI through the lens of  

personhood reveals fundamental issues surrounding autonomy, dignity, and stigma.  Overcoming  

these barriers demands a person-centered approach, a recognition of the inherent worth of each  

individual—recognizing the person behind the illness. 
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Appendix A 

 

Qualitative Interview Guide 

 
In answering these questions, I would like you to answer based on your experiences 
caring for residents with serious mental illness and cancer/cardiovascular disease/other 
medical condition. 
 
 
1.  As a provider who has cared for these residents, what do you see as the physical 

needs of the residents? 
 

2. Can you describe how you think these physical needs are met in a way that respects 
the individuals’ dignity and choices? 
 
Prompt: 
 
 If you could, would you change anything specific to the physical care of these 

residents?  If so, what would it look like? 
 

3. Now I would like you to think about the emotional needs of these residents.  What do 
you see as their emotional needs? 
 

4. Can you describe how you think these residents’ emotional needs are met in a way 
that respects their dignity and choices? 

 
Prompt: 
 If you could, would you change anything specific to the emotional care of these 

residents?  If so, what would it look like? 
 

5. In what ways do you think that the overall care needs of these residents differ from 
the needs of residents with cancer who do not have a serious mental illness? 
 
Prompts: 
 When providing care for these residents, what do you do differently to provide 

care in a way that shows appreciation for their specific needs? 
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 Tell me how you try to individualize the care you provide to these residents in 
order to show an appreciation for their personhood/individuality. 
 

6. Please describe the things that you feel are barriers to your ability to respectfully meet 
the needs of these residents. 
 
Prompt: 
 

 What would make it easier for you to respectfully meet the needs of these residents? 
 

7. How can individuals who work in long-term care settings help to ensure that these 
residents are cared for in a way that is person-centered and focuses on the residents’ 
individual needs?   
 
Prompts: 
 

 If you could change things, what would you change to ensure that these residents are 
cared for in a way that is person-centered and focuses on their individual needs? 

 In thinking about this population, what things do you do now to ensure that person-
centered care is delivered, that you want to never change? 

 
Is there anything else that you think would be important for me to know? 
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