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Research Articles 

“I’m Just Forgetting and I Don’t Know Why”: Exploring How People Living 

With HIV-Associated Neurocognitive Disorder View, Manage, and Obtain 

Support for Their Cognitive Difficulties .  
Alexander R. Terpstra1, Catherine Worthington2, Francisco Ibáñez-Carrasco3, Kelly K. O’Brien4, Aiko Yamamoto5, 

Soo Chan Carusone6, Rosalind Baltzer Turje7, Patrick McDougall7, William Granger7, Victor Thompson7, Maureen 

DeSousa7, Liz Creal6, Allan Rae, MH8, Claudia Medina8, Elizabeth Morley8, Sean B. Rourke3, 4 
1University of British Columbia, Vancouver, British Columbia, Canada 
2University of Victoria, British Columbia, Canada 
3St. Michael’s Hospital, Toronto, Ontario, Canada 
4University of Toronto, Ontario, Canada 
5St. Paul’s Hospital, Vancouver, British Columbia, Canada 
6Casey House, Toronto, Ontario, Canada 
7Dr. Peter AIDS Foundation, Vancouver, British Columbia, Canada 
8Ontario HIV Treatment Network, Toronto, Ontario, Canada 

Email: sean.rourke@utoronto.ca  

Abstract 

HIV-associated neurocognitive disorder (HAND) is common, but the lived experience of HAND 

is not well-understood. In this descriptive qualitative study, we explored how adults with 

HAND view, manage, and obtain support for cognitive difficulties. We interviewed 25 

participants (20% female; median age = 51 years) who were diagnosed with HAND using 

neuropsychological assessment and a clinical interview. Semistructured interviews, co-

developed with community members living with HIV, focused on how cognitive difficulties 

manifested and progressed, impacted well-being, and were discussed with others. We 

analyzed interview transcripts using a team-based, thematic approach. Participants described 

concentration, memory, and multitasking difficulties that fluctuated over time, as well as 

potential risk factors, management strategies, and psychosocial consequences. They reported 

they seldom discussed cognitive impairment with health care professionals, and that receiving 

a HAND diagnosis was validating, informative, yet somewhat disconcerting. Conversations 

between health care professionals and people living with HIV about HAND may provide 

opportunities for education, assessment, and support. 

Keywords: HIV-associated neurocognitive disorder, HIV, cognitive impairment, patient–

clinician communication, patient education, lived experience, descripitive qualitative research, 

Ontario, British Columbia 
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 Strategizing and Fatalizing: Self and Other in the Trauma Narratives of 

Justice-Involved Women  

Amanda M. Emerson1 
1University of Missouri–Kansas City, Kansas City, Missouri, USA 

Corresponding Author: Amanda M. Emerson, School of Nursing and Health Studies, University of Missouri–Kansas 

City, 2464 Cherry Street, Kansas City, MO 64108, USA. Email: emersonam@umkc.edu 

Abstract 

Jail admissions in the United States number nearly 1 million women annually. Many have 

limited access to public support and must seek assistance from family, friends, and strangers to 

maintain health and safety after release. This study sought to learn more about how women 

with a history of interpersonal trauma and criminal justice involvement perceive and manage 

social relationships. In-depth, story-eliciting interviews were conducted over 12 months with 

10 participants who were selected from the convenience sample of an ongoing parent study in 

a Midwestern urban jail. Embedded trauma narratives were analyzed for self-presentation, 

form, and theme. The trauma narratives registered a continuum of agency, anchored at either 

end by patterns of strategizing talk and fatalizing talk. Providers and advocates can improve 

support for justice-involved women post incarceration by becoming familiar with and 

responding to patterns of strategizing and fatalizing in their personal narratives. 

Keywords: incarcerated women, trauma, social support, narrative inquiry, Midwest US 

 

Integrating a Patient-Controlled Admission Program Into Mental Health 

Hospital Service: A Multicenter Grounded Theory Study  

Trine Ellegaard1, 2, Vibeke Bliksted1, 3, Mimi Mehlsen3, Kirsten Lomborg2, 3 
1Aarhus University Hospital, Risskov, Denmark 
2Aarhus University Hospital, Aarhus, Denmark 
3Aarhus University Aarhus, Denmark 

Email: trinelle@rm.dk 

Abstract 

Patient-controlled admissions (PCAs) enable mental health patients by means of a contract to 

initiate an admission at a mental health hospital unit without using traditional admission 

procedures. This study was part of a 3-year Danish multicenter project, and we explored how 

mental health professionals experienced and managed the implementation of a PCA program. 

The methodology was grounded theory and the sample included 26 participants. We 

performed a constant comparative analysis to explore the concerns, attitudes, and strategies 

of mental health professionals. We developed a model of how the mental health professionals 
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strived to integrate PCA into clinical practice. The process was motivated by the idea of 

establishing a partnership with patients and involved two interrelated strategies to manage (a) 

the patient-related duties and (b) the admission contracts. The professionals moved from a 

phase of professional discomfort to a phase of professional awareness, and ended up with 

professional comprehension. 

Keywords: mental health nursing, psychiatry, professional, nurse–patient, theory 

development, qualitative, grounded theory, Denmark 

 

Family Members’ Existential and Moral Dilemmas With Coercion in Mental 

Healthcare  
Reidun Norvoll1, 2, Marit Helene Hem1, 3, Hilde Lindemann4 
1University of Oslo, Oslo, Norway 
2Oslo and Akershus University College, Oslo, Norway 
3VID Specialized University, Oslo, Norway 
4Michigan State University, East Lansing, Michigan, USA 

Email: reidun.norvoll@medisin.uio.no 

Abstract 

Coercion in mental healthcare does not only affect the patient, but also the patient’s families. 

Using data from interviews with 36 family members of adult and adolescent people with 

mental health problems and coercion experiences, the present narrative study explores family 

members’ existential and moral dilemmas regarding coercion and the factors influencing these 

dilemmas. Four major themes are identified: the ambiguity of coercion; struggling to stay 

connected and establishing collaboration; worries and distress regarding compulsory care; and 

dilemmas regarding initiating coercion. Subsequently, coercion can reduce, but also add 

burden for the family by creating strains on family relations, dilemmas, (moral) distress, and 

retrospective regrets; this is reinforced by the lack of information or involvement and low-

quality care. Subsequently, it is a moral obligation to develop more responsive health services 

and professionals who provide more guidance and balanced information to increase the 

possibilities for voluntary alternatives and informed decision making. 

Keywords: adolescents, adults, young adults, coercion, caregivers, caretaking, communication, 

decision making, ethics, moral perspectives, families, lived experience, health, healthcare, 

mental health and illness, qualitative, narrative analysis, Scandinavia 
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“Why Come for Treatment?” Clients’ and Therapists’ Accounts of the 

Presenting Problems When Seeking Mental Health Care  
Ora Nakash1, Michal Cohen1, Maayan Nagar1 
1Interdisciplinary Center Herzliya, Herzliya, Israel 

Email: onakash@idc.ac.il 

Abstract 

Although identification of main problems is the foundation for treatment planning, limited 

research has examined reasons for seeking mental health care. We identified reasons for 

seeking mental health care as reported by clients and therapists upon initial contact with 

mental health services. We conducted in-depth interviews with clients and their therapists 

immediately following the intake. We analyzed 117 therapist and 112 client interviews using 

thematic analysis. Overall interrater reliability among three raters who coded the interviews 

was high (kappa = 0.72). Our findings suggest that, overall, clients and therapists report similar 

main area problems that bring clients to care. Emotional distress and other psychiatric 

symptoms as well as interpersonal problems were most prevalent. Therapists tended to ignore 

some problem areas that clients highlighted, including physical problems and socioeconomic 

strains. Raising awareness to potential gaps in perception of main problems that bring clients 

to care will promote a shared understanding and improve quality of care. 

Keywords: mental health intake, presenting problem, clients, therapists, diagnosis, thematic 

analysis, qualitative, grounded theory, Israel 

 

Navigating Nuances of Language and Meaning: Challenges of Cross-Language 

Ethnography Involving Shona Speakers Living With Schizophrenia  
Sherphard Chidarikire1, Merylin Cross1, Isabelle Skinner2, Michelle Cleary3 
1University of Tasmania, Launceston, Tasmania, Australia 
2Charles Darwin University, Darwin, Northern Territory, Australia 
3University of Tasmania, Sydney, New South Wales, Australia 

Email: Shep.Chidarikire@utas.edu.au 

Abstract 

For people living with schizophrenia, their experience is personal and culturally bound. 

Focused ethnography enables researchers to understand people’s experiences in-context, a 

prerequisite to providing person-centered care. Data are gathered through observational 

fieldwork and in-depth interviews with cultural informants. Regardless of the culture, 

ethnographic research involves resolving issues of language, communication, and meaning. 

This article discusses the challenges faced by a bilingual, primary mental health nurse 
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researcher when investigating the experiences of people living with schizophrenia in 

Zimbabwe. Bilingual understanding influenced the research questions, translation of a 

validated survey instrument and interview transcripts, analysis of the nuances of dialect and 

local idioms, and confirmation of cultural understanding. When the researcher is a bilingual 

cultural insider, the insights gained can be more nuanced and culturally enriched. In cross-

language research, translation issues are especially challenging when it involves people with a 

mental illness and requires researcher experience, ethical sensitivity, and cultural awareness. 

Keywords: bilingual research, cross-language research, focused ethnography, language 

translation, mental health nursing, health research, qualitative research, schizophrenia, 

Zimbabwe 

 

Survival, Signaling, and Security: Foster Carers’ and Residential Carers’ 

Accounts of Self-Harming Practices Among Children and Young People in 

Care  
Rhiannon E. Evans1 
1Cardiff University, Cardiff, United Kingdom 

Email: EvansRE8@cardiff.ac.uk 

Abstract 

Research on clinicians’ interpretations of self-harming practices has shown that they can often 

be negative. To date there has been limited consideration of other professionals’ narratives, 

notably those working in social care. This article presents focus group and interview data 

generated with foster carers (n = 15) and residential carers (n = 15) to explore the symbolic 

meanings ascribed to self-harm among the children and young people they care for. Three 

repertoires of interpretation are presented: survival, which conceives self-harm as a 

mechanism for redefining the identity of “looked-after”; signaling, which understands self-

harm as a communicative tool for the expression of emotion; and security, which sees self-

harming practices as testing the authenticity and safety of the caring relationship. Through 

their focus on sociocultural narratives, carers position themselves as experts on self-harm due 

to their intimacy with young people’s social worlds. This construction potentially creates 

distance from health professionals, which is problematic given the current privileging of 

interprofessional working. 

Keywords: self-harm, suicide, foster care, group home, qualitative research, focus group, 

interview, UK 
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Written Accounts of Living With Epilepsy or Psychogenic Nonepileptic 

Seizures: A Thematic Comparison  
Gregg H. Rawlings1, Ian Brown1, Brendan Stone1, Markus Reuber1 
1University of Sheffield, Sheffield, United Kingdom 

Email: ghrawlings1@sheffield.ac.uk 

Abstract 

This study examines the subjective experience of living with epilepsy or psychogenic 

nonepileptic seizures (PNES) by thematically comparing individuals’ written accounts of their 

condition. Five key differences emerged. Theme 1: “Seizure onset” revealed differences in how 

individuals think about and ruminate over the possible causes of their condition. Theme 2: 

“Emotive tone” demonstrated that writings of those with epilepsy reflected stable emotions 

(no intense emotional reactions), whereas those of writers with PNES reflected anxiety and 

low mood. Theme 3: “Seizure symptoms” showed differences in the conceptualization of 

seizures. Theme 4: “Treatment” explored differences in the diagnostic journey and experiences 

of health care professionals. Theme 5: “Daily life” revealed that those with epilepsy perceived 

sequelae and seizures as something that must be fought, whereas those with PNES tended to 

describe their seizures as a place they enter and something that has destroyed their lives. The 

findings have implications for treatment and management. 

Keywords: epilepsy, psychogenic nonepileptic seizures, nonepileptic attack disorder, 

dissociative seizures, qualitative, thematic, phenomenology, subjective experience, thematic 

comparison, United Kingdom, membership-led organizations 
 

County Jail or Psychiatric Hospital? Ethical Challenges in Correctional Mental 

Health Care  
Andrea G. Segal1, Rosemary Frasso2, Dominic A. Sisti1 
1University of Pennsylvania, Philadelphia, Pennsylvania, USA 
2Thomas Jefferson University, Philadelphia, Pennsylvania, USA 

Email: ansegal@pennmedicine.upenn.edu 

Abstract 

Approximately 20% of the roughly 2.5 million individuals incarcerated in the United States 

have a serious mental illness (SMI). As a result of their illnesses, these individuals are often 

more likely to commit a crime, end up incarcerated, and languish in correctional settings 

without appropriate treatment. The objective of the present study was to investigate how 

correctional facility personnel reconcile the ethical challenges that arise when housing and 

treating individuals with SMI. Four focus groups and one group interview were conducted with 

employees (n = 24) including nurses, clinicians, correctional officers, administrators, and 
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sergeants at a county jail in Pennsylvania. Results show that jail employees felt there are too 

many inmates with SMI in jail who would benefit from more comprehensive treatment 

elsewhere; however, given limited resources, employees felt they were doing the best they 

can. These findings can inform mental health management and policy in a correctional setting. 

Keywords: ethics, mental health and illness, prisons, prisoners, focus group, health care, 

qualitative, Pennsylvania 
 

“Like Every Normal Person?!” The Paradoxical Effect of Aging with 

Schizophrenia  
Peli Mushkin1, Tova Band-Winterstein1, Hila Avieli2 
1University of Haifa, Haifa, Israel 
2Ariel University, Ariel, Israel 

Email: havieli@gmail.com 

Abstract 

Studies on aging with schizophrenia have focused mainly on the adversities of aging with 

mental illness. The present study, however, examined the subjective experience of well-being 

among individuals with schizophrenia. Taking a phenomenological reflective life-world 

approach, in-depth, semistructured interviews with 18 aging individuals with schizophrenia 

were thematically analyzed. Four main themes emerged: (a) “I love the pills . . . they are very 

helpful”: A balanced course of the illness as a basis for well-being in old age; (b) “I’m going to 

have my own exhibition at the museum”: Self-fulfillment as promoting well-being; (c) “It’s just 

like a family here”: Experiencing a sense of belonging; and (d) “I live like everyone else”: Aging 

as an opportunity for normalization. Alongside hardship, the participants perceived old age as 

a “window of opportunity,” enabling the fulfillment of lifelong desires for a social life, 

acceptance, and a satisfying occupation. Implications regarding interventions with this unique 

population are discussed. 

Keywords: schizophrenia, aging, well-being, reflective life-world methodology, Middile East 
 

Barriers to Family Caregivers’ Coping With Patients With Severe Mental 

Illness in Iran  
Hossein Ebrahimi1, Naeimeh Seyedfatemi2, Hossein Namdar Areshtanab1, Fatemeh Ranjbar3, Graham Thornicroft4, 

Bill Whitehead5, Farnaz Rahmani1 
1Department of Psychiatric Nursing, School of Nursing and Midwifery, Tabriz University of Medical Sciences, Tabriz, 

Iran 
2Nursing Care Research Center. Iran University of Medical Sciences, Tehran, Iran 
3Research Center of Psychiatry and Behavioral Sciences, Tabriz University of Medical Sciences, Tabriz, Iran 
4King’s College London, London, United Kingdom 
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5University of Derby, Derby, United Kingdom 

Email: frahmani@tbzmed.ac.ir 

Abstract 

The broad spectrum of problems caused by caring for a patient with mental illness imposes a 

high burden on family caregivers. This can affect how they cope with their mentally ill family 

members. Identifying caregivers’ experiences of barriers to coping is necessary to develop a 

program to help them overcome these challenges. This qualitative content analysis study 

explored barriers impeding family caregivers’ ability to cope with their relatives diagnosed with 

severe mental illness (defined here as schizophrenia, schizoaffective disorders, and bipolar 

affective disorders). Sixteen family caregivers were recruited using purposive sampling and 

interviewed using a semi-structured in-depth interview method. Data were analyzed by a 

conventional content analytic approach. Findings consisted of four major categories: the 

patient’s isolation from everyday life, incomplete recovery, lack of support by the mental 

health care system, and stigmatization. Findings highlight the necessity of providing support 

for caregivers by the mental health care delivery service system. 

Keywords: coping, family caregivers, severe mental disorder, qualitative research, content 

analysis approach, Iran 
 

Supported Decision-Making: The Expectations Held by People With 

Experience of Mental Illness  

Fauzia Knight1, Renata Kokanović2, Damien Ridge3, Lisa Brophy4, Nicholas Hill2, Kate Johnston-Ataata2, Helen 

Herrman4 
1University of Oxford, Oxford, United Kingdom 
2RMIT University, Melbourne, Victoria, Australia 
3University of Westminster, London, United Kingdom 
4The University of Melbourne, Melbourne, Victoria, Australia 

Email: renata.kokanovic@rmit.edu.au 

Abstract 

Supported decision-making (SDM) is a principle guiding mental health service provision, which 

aims to improve people’s ability to make informed decisions about their care. Understanding 

diverse individual needs is vital to its success. Based on 29 narrative interviews with people 

diagnosed with mental illness in Australia, we examine how participants reflected on their own 

experiences of SDM. We find that participants’ conceptualization of mental health expertise, 

their own experiences and sense of agency, and their varying needs for dependence and 

independence influenced their relationships with mental health practitioners. These factors in 

turn shaped their expectations about SDM. Four narrative positions emerged: the “Inward 

Expert,” the “Outward Entrustor,” the “Self-Aware Observer,” and the “Social Integrator.” 
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These positionings influenced the type or style of support that participants expected and 

considered most useful. Our findings are relevant to developing effective approaches to SDM 

that take into account service users’ needs and preferences. 

Keywords: health decision-making, mental illness, lived experience, narrative research, clinical 

encounters in mental health, agency, qualitative methods, Australia 

 

Career Decision-Making Processes of Young Adults with First-Episode 

Psychosis  
Christa Boychuk1, Rosemary Lysaght1, Heather Stuart1 
1Queen’s University, Kingston, Ontario, Canada 

Email: christa.boychuk@queensu.ca 

Abstract 

The first episode of psychosis often emerges during young adulthood, when individuals are 

pursuing important educational and career goals that can become derailed because of the 

development of major impairments. Past research has neglected the developmental nature of 

employment and education decisions that young adults with first-episode psychosis make 

within the context of their lives. The purpose of this grounded theory study was to advance a 

model of the career decision-making processes of young adults with first-episode psychosis, 

and the influences that affect their career decision-making. The career decision-making of 

young adults with first-episode psychosis emerged as a multistaged, iterative process that 

unfolded over three phases of illness, and was affected by several internal and environmental 

influences. These findings suggest the phase of illness and career decision-making stage should 

be considered in future vocational programming for young adults with first-episode psychosis. 

Keywords: adolescents, youth, young adults, mental health and illness, careers, decision-

making, recovery, qualitative, grounded theory, North America, Canada 
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