UNIVERSITY OF IOANNINA
SCHOOL OF MEDICINE AND HEALTH SCIENCE

DEPARTMENT OF SURGERY
DIVISION OF PHYSICAL MEDICINE AND REHABILITATION

EXPLORING INFORMAL CARERS' GENDERED EXPERIENCES AS
SHAPED DURING THE CARE OF OLDER INDIVIDUALS IN NEED
OF REHABILITATION

ZYGOURI I0OANNA
PSYCHOLOGIST

PHD DISSERTATION
IOANNINA 2023






UNIVERSITY OF IOANNINA
SCHOOL OF MEDICINE AND HEALTH SCIENCE

DEPARTMENT OF SURGERY
DIVISION OF PHYSICAL MEDICINE AND REHABILITATION

EXPLORING INFORMAL CARERS' GENDERED EXPERIENCES AS
SHAPED DURING THE CARE OF OLDER INDIVIDUALS IN NEED
OF REHABILITATION

ZYGOURI I0OANNA
PSYCHOLOGIST

PHD DISSERTATION
IOANNINA 2023



"The approval of the doctoral dissertation by the Department of Medicine of the
University of loannina does not imply acceptance of the author's opinions Law
5343/32, article 202, paragraph 2 (legal protection of the Medical Department).»



Huepounvia aitnong tng k. Zuyoupn lwavvag: 14-10-2019

Huepounvia opiopol Tpiueloig SupBouleutikig Emttportic: I.Z. aptOp. 914%/03-03-2020

MéAn Tpwpeholg ZupBouvAsuTtikiig Emttponic:
EmBAénwyv:
MAoupng ABpady, KadBnyntric Quotkig latpikig kot AToKatdotaong

Méhn:

IkouBa Maipn, KaBnyritpua Wuxoloyiag
Mavt{oUkag Itédavog, Avarnpwtrig Kabnyntrig otn NoonAeutwr) Mpdén Baciopévn o€ tekpripla

Huepopunvia opiopou Béparog: 30-04-2020

«EEepeuvivTag TIG EMPUAECG EUMELDIEG TWV ATUTIWVY GPOVTLOTWV 6w Stapopdwvovtal katd th Sidpkeia
dpovridag NAKLWpEVWY 0TOPWY TTou XPARTOUV ATTOKATACTACNG»

«Exploring informal carers' gendered experiences as shaped during the care of older individuals in need of
rehabilitation»

OPIZMOZ ENTAMEAOYZ EZETAZTIKHE ENITPONHE 1058%/30-05-2021

1. MAovpng ABpady, KaBnyntig Ouokig latpikig kat Anokatdotaong tou TUApaTog laTpikig Tou
Mavemotnuiov lwavvivwy

2. TkoVBa Maipn, KaBnyrtpia Wuxohoyiag AcBeviv, Owoyevewnv kat Emayyehpotiwv Yyeiag tou
TuAuarog NoonAeutkiig Tou Mavemotnpiov lwavvivwy

3. Mavtlovkag Itépavos, Avamnpwtic KaBnyntrig otn NoonAeutwr Mpdén Baatopévn otnv Mototikr
Epeuvd kat oTov Avaatoxaopé tou Tprpatog NoonAeutikiig tou Mavemotpiou lwavvivwy

4. Adiou EAmwikn, Avarnpwrpla KaBnyftpia otn Nooneutk Suaxeipion kpioewv kat dpovtiba
XELPOUPYNUEVWY aTOUWY/ VOOOKOMEIWaKWY AowdEewv Ttou Tprfpatog NoonAeutwkrdg Tou
Maverotnuiov lwavvivwy

5. Metpikng Nétpog, Avamnpwtiig Kabnyntig Kowwvikig latpikrig kaw Wuxwkng Yyeiag tou Tprfpartog
latpkri tou Mavemotnpiou lwavvivwv

6. MapkoUha Zodia, Emikoupn KaBnyritpia Neupoloyiag tou Tudpatog latpikrig tou Mavemotnuiov
lwavvivwv

7. Kwvotavtd Zwr, Enikoupn KaBnyfitpia NoonAeutwrg Bapéwg Maoxdviwv tou Turpatog lotpkig
tou Maveniotnpiou lwavvivwy

‘Eykpion Adaktopikig Aatpy aBud «APIZTA» ot 27-06-2023

lwéavviva 06-11-2023

MPOEAPOZ TOY TMHMATOZ IATPIKHZ
Inupidwv Kovitouwtng

KaBnyntrig Neupoloylag




Preface

The PhD dissertation presented in the following pages was conducted from May 2020
to June 2023 at the University of loannina School of Medicine. It is part of a large
European research project (Horizon 2020) aiming to provide sustainable and dignified

care for older people at home and in residential, municipal and hospital settings.

Publications related to this dissertation:

e Abstract: "Gendered experiences of providing informal care for older people:
a systematic review and thematic synthesis.” Journal of the International
Society of Physical and Rehabilitation Medicine (June 2021).

e Atrticle: "Gendered experiences of providing informal care for older people: a
systematic review and thematic synthesis” BMC Health Services Research
(July 2021).

e Book chapter: "Issues of physical medicine and rehabilitation. With clinical
scenarios and interventional methods.' Chapter 31: 'Formal and informal
caregivers' interventions in People with acquired brain injuries to gain a sense
of well-being.’

e To be published: 'Normative Constitution -Alienation- Reparation: The
Experience of Gender in Spousal Caregiving (Greece). Journal: Rehabilitation
Psychology. American Psychological Association.

Vi



Acknowledgements

First and foremost, I am immensely grateful to my committee members for their
valuable expertise, guidance, and constructive feedback throughout my research
journey. Their insightful recommendations and critical insights have been

instrumental in shaping this dissertation and increasing its quality.

I also want to thank this study's participants and my university sincerely. Their

cooperation, participation and contributions have been indispensable.

I want to express my heartfelt gratitude to all my dear friends for their
encouragement, belief in me, constant motivation and understanding. There must be a
huge thanks to my loyal companion, Budget. Throughout the arduous days of writing
and research, her wagging tail and unconditional love provided a much-needed respite

from the stresses of academic life.

Words cannot adequately express the depth of my appreciation for my beloved
mother, whose love, support, and understanding have been my pillars of strength. In
loving memory, I would like to dedicate this dissertation to my beloved father,
Yorgos. While I deeply miss his presence, I take solace in knowing that his spirit

resides within me, guiding me every step of the way.

Vii



Table of Contents

o =] £ Lol OO PP P PP PP PPOPPPPPPPPRPPPPRt \!
ACKNOWIEAGEMENTS ... e et e e e e e e e e e aa e e e e eeeeeenaees Vil
Table OF CONTENTS. ..o Viil
CHAPTER I. INTRODUCTION ...ttt ettt eevvie e e eeain e eeaaaan s 1
Part 1. BaCKGIrOUNG........c..ooiiiiiiieceee e 1
CONTEXE OF FESBANCN ... .eeieieecee et et e e e ste e e snteesnreeea 2
AIM OF The DISSEITATION ......eeiiiiiiieiieie et 3
Structure Of the DISSErtation .........ccceeieiriieeiieiie et 4
RESEAICNEI'S POSITION......coitiiiiiiiiieiie ittt 5
Part I1. Systematic Literature REVIEW ........ccveeecuiieiiiieciee et stee e 6
Inclusion/exclusion criteria of eligible studies. ........ccccoovvveviiiiicii e, 7
MEENOAS ...ttt st ettt e be e i saneens 10
RESUITS ...ttt st et e sb e sttt e s e sate e b e saeesareens 16
DISCUSSION ..ttt ettt ettt sttt e b e sht e et esbe e sab e e bt e nbeesabeebeesaaesaneens 22
LIMITATIONS ...ttt st sb e sttt sb e bbb e 25
Conclusion and IMPLCALIONS ........ccoviieiiiieciee e e 26
Part 111. The ConStruct 0F GENAEN .........cooiiiiiiiieieee e e 27
Application of the theory in thiS StUAY ........ccccvieiiiiiiiee e 32
CHAPTER Il. RESEARCH METHODOLOGY .....ccitiiiiiiiiiiiiiieeeieeeeie e 34
LT (ol a0 F: U Lo [ o o SR PRSRRUR 34
(@0 0] 1 U Tox 1 10] 01151 1 [P SURSURRPR 35

(o 01T (0] 4T 1] (o]0 YRS PTRUPRURI 38
Applied phenomenology research Methods. .........cceevveieiiee i 43
Phenomenological psychological research ..........coceeveeiiiceieiiie e, 44
D17 W @0] | [Tt 1 o] o USRS SRPRO 46
(D - W= T 1Y LT 53
Ethical CONSIAEIALIONS ......covvviiiiieiieiie ettt 57
The rigour OF the STUY ......cooviiiiee e e e s e e 57
CHAPTER L FINDINGS ...t e e e 60
1) Applying a normative standard in the constitution of the self as a gendered agent....60
Summary of CONSHItUENT L............ooiiiiiiiiiiiiiiiiiiiieeeeeeeeeeeeeeeeee e e ee e e eeeeeeeeseeeresaraaeaae 66

I1) Rupture of the continuity of the gendered sense of self................ccccceiiiiiiiiiiiiiiinnnnnn. 66
Summary of CONStItUENt Il ...............ooiiiiiiiiiiiiiiiiiiiiieeeeeeeeeeeeee e e e eeeeeeeaeeerereeessessasaaeaee 70

Ill) (Re)Constitution of the self as a gendered agent.................ccccooiiiiiiiiiiiiiiiiiiiiccce, 71

viii



Summary of Constituent lll..................ooiiiiiiiiiiiiiiiiiieeee e 76

The Structure of the Experience of Gender and Agency in spousal caregiving: Normative

Constitution- Alienation —Reparation.................cccce 76
CHAPTER IV. DISCUSSION ..ottt 80
PRESE | .. e et 80
PRESE T .. sttt nne e 85
PRESE TTT ottt st nne e 91
LEMIEATIONS. ...t e 98
CONCIUSTON <.t s s 99
AB ST RACT e ettt e e e e e e et e etataa e e e eeeeees 100
TTEPTAHWH ... ettt e e e e ettt e e e e eeeeees 101
APPENDIX L.ttt e e e e ettt e e e e 103
APPENDIX 2. ..ttt ettt 126
RETEIEINCES ... e e e e e 128



CHAPTER I. INTRODUCTION

Part I. Background

The population's ageing impacts all aspects of society, including labour, financial
markets, family structures and an ever-increasing demand for formal and informal
care networks (1). Informal care is unpaid care provided mainly by family members
or other individuals in the patient's wider social environment at home or care

institutions (2).

Though caring for a family member may have positive experiences, such as a feeling
of gratification or a sense of achievement, overall, the evidence of adverse effects is
far more significant than positive ones (3—6). A large and robust literature documents
higher rates of psychological morbidity involving emotional distress, depression,
anxiety, and social isolation among caregivers compared with no caregiver
comparison groups (7—11). Research demonstrates significant well-being declines as
the person enters the caregiving role, further deterioration in well-being as care
demands increase, and gradual recovery when the demands of care provision decline
or cease (12—-16). Additionally, a sense of guilt and lack of perceived choice is linked
with increased levels of burden and depression, whereas nearly half of all carers

report having no option but assuming the caregiving role (17,18).

Caregiving has been associated with inequality as care has been the work of enslaved
people, servants, and women in Western history (19). Although men increasingly take
the caregiver's role, women still appear to constitute the more significant proportion
of informal caregivers worldwide (1,20). The literature attributes this disproportionate
involvement of women in caregiving to gender stereotypes and ideologies related to
biological criteria and reproduction, framing caregiving as a female affair and
feminine activity (21,22). These ideologies and stereotypes can be both an outcome
and the cause of certain beliefs and attitudes about men's and women's different
caregiving abilities, as men give and receive care, but in the collective unconscious,

masculinity is not associated with care (21,23).

Accumulating evidence suggests that being female and the wife of the care recipient
are relatively robust predictors of adverse psychological effects (24-27). However,
almost an equal number of studies have not found any differences between men and

women on the adverse psychological effects of caregiving (28,29). It is suggested that



the caregiver stressors may partially explain gender differences in psychological
morbidity as more hours of care and more caregiving tasks are performed by women
(26). However, other evidence suggests that it is not the objective conditions but the
subjective evaluation of the caregiving's workload and its effects that cause caregiver
burden and may explain gender differences (30,31). The impact of gender in the
subjective experience of caregiving is structural and not easy to be discerned as it
intersects with several other variables such as culture, ethnicity, age, family relations
and socioeconomic status. However, these have seldom been considered in research
studies (28,31). Moreover, apart from the equivocal and inconsistent evidence, there is
an overemphasis on female caregivers, neglecting data on male caregivers, who, with
changing demographics and social norms, are increasingly assuming caregiver roles

(26,32,33).

The prevalence of depressive symptoms, clinical depression, and reduced quality of
life among caregivers suggest that caregiving is a significant public health issue (34).
Due to population ageing and unhealthy lifestyles, caregiving will become
increasingly more prominent in the future decades, and this will happen in a context
where formal care is already costly, and innovations in medicine and health care
enhance the duration, complexity, and technical difficulty of care for people with
severe disease and disability (35). Given that the availability and continuity of
informal caregiving is a global requirement, the research emphasises supporting
caregivers to sustain their motivations for caring (36,37). One of the priorities is to
focus on strategies to identify, assess, and support the unique and varied needs of
caregivers by assessing the subjective experiences of caregivers, including their
attitudes, values, preferences, feelings, and expectations (38). Gender, sexual
orientation, race and ethnicity, culture, personal values and beliefs, the caregiver-care
recipient relationship, family dynamics, the care recipient's level of impairment, and
financial resources all impact the caregiving experience (35,38). In order to
effectively support the diverse groups of caregivers and their care recipients from
different nations, providers and policymakers must have access to comprehensive

caregiving research that provides meaningful subgroup analyses (3,28).

Context of research
In Greece, the phenomenon of family caregiving is prevalent. A large number of

inefficiencies in the Greek healthcare system and the fact that Greece has more



doctors than nurses in its public hospitals, combined with the Greek society's denial to
place a family member in a nursing home, have led many family members, primarily
women, to assume the role of carer for the sick or older members in the family
environment (39,40). Although official data about the prevalence of informal care in
Greece is scarce, the number of informal carers as estimated amounts to 34% of the
Greek population, or more than 3,600,000 people (41). A lack of public institutional
long-term care facilities has undeniably hampered and continues to hamper female
labour-force participation in Greece as women have often been barred from working
full-time and have had to settle for part-time labour, whereas women who work may

choose early retirement to be able to perform caring duties (42).

In Greek society, people are primed to comply with hierarchical gender power
relations and gender inequalities are often normalised and tolerated (43). Traditional
patriarchal beliefs about women's subordinate roles within the family, household, and
workplace and how women should be treated, such as needing care for and discipline,
justify gender inequality inside Greek institutions, families being one of them (43). In
addition to the patriarchal values and gender relations, Greek people are primed into
collectivism. They are nurtured and integrated into an extended family with
grandparents, uncles, aunts, and cousins, shaping early experiences within a robust
and cohesive ingroup that protects its members (44,45). Although traditional
orientations and values are still present, especially in rural areas, Greek society is
slowly transiting from a collectivist, agricultural and merchant economic society to a
service-oriented and industrialised society characterised by nuclear families, a narrow
ingroup and individualistic values that will potentially have an impact on the position

of women in society, in family and caregiving arrangements (46—48).

Aim of the Dissertation

In this dissertation, I aim to use a phenomenological qualitative method to investigate
the experience of gender in caregiving as culturally and institutionally constructed
and, at the same time, intentionally and subjectively lived. The overarching aim is to
explore what it is like, for spousal caregivers of older people undergoing
rehabilitation, the experience of gender within the Greek community. The objectives
to support the inquiry are a) to describe the gendered patterns of perception, thought,

feelings and behaviour of spousal caregivers, b) to investigate the normative



structures that constitute the experience of gender, and c) to explore the sense of

agency in the experience of gender.

This research is exploratory and not grounded on any hypothesis or prediction. The
content, formulation and rationale behind the research aim and objectives are based
on the research paradigm and epistemological position of this study extensively
presented in Chapter II and the conclusions regarding gaps in the literature and
recommendations for future research derived from the systematic literature review on
gender and caregiving presented in Chapter [ of this dissertation. This research aims
to shed light on the impact of gender in spousal caregiving and to bear significant
implications for theory, research, policy and practice, all of which will contribute to

the issue of the well-being of spousal caregivers.

Structure of the Dissertation
This dissertation is divided into four chapters: 1) introduction, ii) research

methodology, iii) findings, and iv) discussion.

Chapter I, introduction, is structured into three major parts. The first part presents the
dissertation's background, context, aim and structure and the researcher's position. In
the second part, a systematic literature review aims to identify existing knowledge and
gaps in the literature on gender and informal caregiving. Part three is dedicated to
gender theory and perspectives that act as a bridge connecting the body of knowledge
on the field of gender to the concrete area of focus of this study and, along with other
theoretical models in an eclectic triangulated manner, are used to discuss the findings
of this research from multiple perspectives. Chapter II, research methodology,
commences by presenting this study's research paradigm and epistemological position
and how these elements inform each other. Then the presentation of the
methodological framework follows and why it is best suited to address the research
objectives. The chapter concludes with a detailed presentation and justification of the
methods regarding participants' recruitment, the research interview processes and
techniques employed, the data analysis procedures, ethical considerations, and the
research rigour. Chapter III presents the analysis of the empirical research findings. In
Chapter IV, I discuss how the findings can contribute to understanding the impact of
gender in caregiving, their practical implications, and directions for future research. |

also discuss the limitations of this study and provide concluding remarks.



Researcher's Position

Given that this is a qualitative study, I recognise that I cannot wholly remove myself
and my interpretation from the study; therefore, clarifying researcher bias from the
study's outset is essential so that the reader understands the researcher's position and

any biases or assumptions that may impact the inquiry (49).

First and foremost, the epistemological stance of constructionism explicitly presented
in Chapter II informed my perceptions in defining this study's focus and aims,
designing the method, and describing the research findings. Under this
epistemological stance, a fundamental assumption that I bring into the study is my
belief that culture exerts a real influence on people's lives and that knowledge is
inherently dependent upon communities of shared intelligibility and thus is governed
to a large degree by normative rules that are historically and culturally constituted
(50,51). My educational and professional background falls within philosophy,
pedagogy and psychology. I am interested in questions such as how the mind
represents reality, how people learn and understand, and how they reason, make
judgments and make decisions. The unique values guiding me throughout my
personal and professional life are autonomy, equity, integrity, accountability,

diligence, determination, openness, and reflexivity.

My research interest in caregiving was motivated by its potential for investigating
diverse psychological phenomena and providing a context for discussing it from
multiple theoretical perspectives. Eliminating prejudice and discrimination is a moral
issue of high value to me; thus, I see gender perspective in research as a vital tool in
the continuous struggle for equality and opportunity for every individual. I
acknowledge that gender is a social identity that needs to be contextualised. I am
interested in how systems of inequality based on gender, race, ethnicity, sexual
orientation, disability, and class, intersect to create unique experiences of
discrimination. I reject traditional assumptions on what it means to be a 'man' or a
'woman', which are frequently presumed to be essential. I adhere to the social
construction of gender, meaning there is no inherent truth to gender, but social
expectations and gender performance construct it. The following quote from the
French philosopher and social theorist Simone de Beauvoir was an excellent starting

point when I became interested in the study of gender: "One is not born a woman; one



becomes one" (52). This basic idea is the centre point for many of the most influential

gender theorists, including Judith Butler (53), whose theory I focus on in Chapter L.

Part II. Systematic Literature Review

Systematic literature reviews aim to identify, evaluate, and integrate the existing
research findings of studies relevant to a review question, reveal relations,
inconsistencies, and gaps in the literature and provide new research proposals and
implications for practice and policies (54). This systematic literature review aims to
identify how gender relates to the experiences of informal carers during the care of
older individuals above 60 years old with mental and physical health needs by
synthesising the available empirical data published over the last 20 years. The review
question for this systematic literature review is: How does gender relate to the

experiences of informal carers in the care of older people?

The review question is framed in terms of Population, Exposure, and Outcome (PEO)
to reflect the concepts examined: 'Informal Carers', 'Care' and 'Gender' (55). The
review question uses the PEO frame as the most appropriate frame to introduce a
review question of association/ relationship between two variables, in this case, "care"
and "gender" (56). The objectives of this review are a) to understand how gender
impacts the nature of care provided by informal carers to older individuals and b) to

understand how informal caregiving influences gender identity.

The importance of systematically reviewing the findings of primary empirical
qualitative studies on informal caregivers’ caring experiences for older individuals
stems from the need to enable a conceptually richer understanding of the gendered
experience of being a carer, to address gender inequalities in caring and propose new
approaches to research methodologies that account for the complex structures during
the whole caregiving trajectory for diverse populations. Synthesis of qualitative data
can be invaluable for quantitative research on informal care as it can help identify
issues, develop survey questions, develop scales, and interpret findings (57). Informal
carers’ mental and physical health is a quintessential component of caring for older
people, ensuring good quality of care, and safeguarding their fundamental human

rights of living with dignity.

The stages associated with synthesising qualitative data are reported following the

enhancing transparency in reporting qualitative research synthesis statements (58).



This systematic review protocol is registered with the International Prospective
Register of Systematic Reviews (PROSPERO). Registration number:
CRD42020190576. The protocol was prepared using the Preferred Reporting Items
for Systematic Reviews and Meta-Analyses for Protocols (59).

Inclusion/exclusion criteria of eligible studies.

Inclusion and exclusion criteria were set before the commencement of any search to
determine the factors that make the retrieved studies eligible best to answer the review
question (60). The criteria applied to all the steps of the search strategy: a) the
population sampling, the setting- exposure, b) the types of outcome measures, c¢) the
types of studies, the publication date and type, and d) the language of the full text of
the studies (61). Following this section, the inclusion and exclusion criteria are

presented.

Inclusion/ exclusion based on the types of studies.

The current review focuses on the gendered experiences of informal caregivers in
caring for older people. This aim guided the decision of the types of studies included
in the review. Following the literature, qualitative studies and data from mixed
methods studies are best positioned to understand and describe human experiences,
such as the gendered experiences of informal caregivers of the current review (62).
Therefore, the current review includes qualitative studies and qualitative data from
mixed methods studies. Furthermore, as attempts to form policies for incorporating
sex and gender analysis in health research have considerably increased in the last
twenty years, studies published between the years 2000 and 2020 are only included,
written in English or Greek language and to which the author has full-text availability
(63-65). Studies using quantitative methodologies are excluded from the current
review because they approach the subject from a statistical and numerical analysis
perspective, omitting subjective felt experiences (66). The current review also
excludes studies using secondary analysis because they reinterpret the original data,
depriving the possibility of having a first-hand understanding of the original data
(61,67-69). Finally, the current review excluded grey literature because it lacks peer-
reviewing processes. It usually lacks an abstract hampering the potential to filter the
text's relevance, omitting explications of methodological approaches and may include
issues of undeclared biases or conflicts of interest (70—72). A summary of the

inclusion and exclusion criteria of the types of studies is presented in Table 1.
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Table 1. Inclusion/ exclusion criteria based on types of studies.

Inclusion Criteria Based on Types of Exclusion Criteria Based on Types of
Studies Studies

e Primary qualitative empirical e Quantitative studies
studies e Secondary studies

e Qualitative data from mixed e Published before 2000.
methods studies e Grey literature material (theses,

e Published between 2000 and 2020 book chapters, book reviews, thesis

e Written in English or Greek and dissertations, anonymous
language. publications, editorials, essays,

e Have a full-text availability for letters, journalistic or anecdotal
review articles)

Inclusion/ exclusion based on the types of participants.

The emphasis of inclusion and exclusion criteria here was a) participants' and care
receivers' age and relationship: participants are adults, informal primary caregivers to
older relatives aged 60 years and above with mental and physical health care needs
that require assistance. Based on attachment theories, this review included only family
caregivers to capture the more significant impact of caregiving in familial
relationships (73). The care receivers' accounts can supplement the data of a
caregiving relationship's dyadic nature, so studies that involve as participants primary
family caregivers and their care receivers are included (74). Past primary caregivers
are excluded as the time passed might have affected the memories of their caregiving
experiences. b) Participants' time spent in caregiving activities: primary family
caregivers spend approximately 23.7 hours per week providing care, particularly those
who reside with the care receivers, spend approximately 37.4 hours or more per week
(75). Therefore, family caregivers who spend more than 23.7 hours per week in
caregiving or reside with the care receiver are included in this review. Articles that
involve family members who share the caring labour and spend less than 23.7 hours
per week are excluded. ¢) Care receivers' physical and mental health conditions
requiring care assistance: the physical and mental health comorbidity and the
possibility of multiple non-diagnosed health issues increase with age (76,77).
Considering that no single medical issue can be treated in isolation and that caregivers
perceive a similar type and level of psychosocial burden and psychological morbidity
independently of the care receivers' disease, this review involves caregivers of older
individuals with various physical and mental health needs (6,78,79). On the other

hand, articles on participants providing help at the end of life are excluded, as those

8



caregivers may experience significantly negative emotions like grief and
bereavement, which are not typical in long-term caregiving (80). A summary of the

inclusion and exclusion criteria of the types of participants is presented in Table 2.

Table 2. Inclusion/ exclusion criteria based on the types of participants.

Included Excluded
Types of e Informal family primary e Caregivers of palliative care
participants caregivers of older e Non-primary caregivers,
individuals aged 60 years division of caring labour
and above who have mental e Past primary caregivers
and physical health care
needs

e Articles including accounts
of caregivers and their care
receivers

Inclusion/exclusion based on the type of setting.

In included articles, informal family care is provided at any geographical location
regardless of cultural context. Specific settings are the caregivers' or care receivers'
homes, daycare rehabilitation centres and other community-based residencies where
primary caregiving occurs. Excluded settings are long-term care settings, nursing
homes, and hospitals where family caregiving occasionally occurs. A summary of the

inclusion and exclusion criteria for the type of setting is presented in Table 3.

Table 3. Inclusion/ exclusion based on the type of setting.

Included Excluded
Type of e Care is provided at caregivers' or e Long-term care
Setting care receivers' homes. settings
e Daycare settings e Hospitals

¢ Rehabilitation centres
¢ Independently of geographical
location.

Inclusion/ exclusion based on outcome measures.

This review's phenomenon of interest is the relation of gender to informal primary
family caregivers' experiences in caring for older people with mental and physical
health needs. Included articles focus exclusively on the participants' caregiving
experiences and provide a gender analysis or report outcomes concerning participants'
gender. Excluded articles provide only basic demographic characteristics of
participants' sex and report only an assignment of the participants' sex to specific

caregiving tasks. Articles that do not perform any further gender analysis nor report



results relevant to the participants' gender are excluded. A summary of the inclusion

and exclusion criteria for types of outcome measures is provided in Table 4.

Table 4. Inclusion/ exclusion based on outcome measures.

Included Excluded
Types of e Gender analysis e Include only the demographic
Outcome e Sex/gender characteristics distribution of the participants'
Measures e Experiences of caregiving Sex.
e Results, outcomes related e Not performing further gender
to the sex and gender of analysis
the participants e No reporting results relevant to
the participants' sex and gender
Methods

This section describes the process of identifying literature relevant to the review
question. The process involved the identification of keywords pertinent to the review
question, an initial search in selected databases, identification of other keywords and
index terms to use in other databases and screening the identified articles in title/

abstract and full-text level based on the predefined inclusion and exclusion criteria.

Search methods.
The search was conducted (June 2020) on PubMed, PsycINFO, Scopus, and

Cumulative Index to Nursing and Allied Health Literature databases. An initial search
was performed in PubMed using keywords to reflect each one of the PEO components
"Population- informal care," "Exposure -caregiving," "Outcome- gender," and "Types
of Studies- qualitative research" of the review question. A full version of the PubMed

search strategy tailored to other databases is shown in Table 5.
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Table 5. PubMed search strategy

Population ~ Exposure Outcome AND Type of Studies AND

AND AND

"informal caregiving OR  gender* OR "gender "qualitative research" OR
care*" OR eldercare OR  role*" OR "gender "feminist research” OR
"family gerontolog* norm*" OR "gender phenomenology OR

care*" OR OR geriatric*  relation*" OR "gender "phenomenological research™

caregiver* OR ageing OR identit*" OR "gender OR ethnography OR "action

OR carer* aging OR aged continuum" OR research" OR "grounded theory"
OR "spousal  OR seniors feminin* OR masculin*  OR "ethnographic research” OR
care*" OR "biological sex" "case study research™ OR

"narrative research" OR

"gualitative study"

The search strategy used text and index terms, synonyms, and similar terms to
combine the search terms to correspond to each PEO component and Boolean
Operators AND and OR. Quotation marks were used to ensure that words searched
together to form a concept, for example, "informal caregivers" or "gender identity",

and truncation to include several words variations, for example, "care*" to run for

nn nn

"care," "caregivers," "carers," "caretakers" (81).

A total of 1854 articles were identified. That was supplemented by searching Google
Scholar, which yielded 121 further articles. After removing duplicates, 1718 articles
were screened at the title and abstract level, during which 1590 were excluded and
128 were selected for full-text screening. In full-text screening, 21 articles were
identified as eligible for this review fulfilling all the inclusion criteria. The complete
selection process is presented in Figure 1 using a Prisma flow diagram, following the
Preferred Reporting Items for Systematic Reviews and Meta-Analyses guidelines

(82).
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Figure 1. PRISMA Flow Diagram
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Assessment of quality of included studies.

Once the 21 articles meeting the inclusion criteria were identified, the quality
assessment and data extraction process commenced. There is a diversity of appraisal
tools that qualitative evidence syntheses researchers can use to conduct the quality
appraisal of primary research studies (83). This review assessed quality using the
Critical Appraisal Skills Program qualitative checklist (84). The checklist is currently
a widely used tool in qualitative evidence syntheses in Cochrane and World Health
Organization guideline processes as a non-time-consuming and helpful tool for novice
researchers who do not wish to challenge the philosophical orientation of a study
(83,85). The Critical Appraisal Skills Program consists of 10 questions that can be
answered with a yes, no, or cannot tell and aim to assess any possible sources of bias,
reflexivity issues, the research design, the recruitment strategy, data collection and
rigour of data reporting and analysis (84). Depending on the quality criteria'
fulfilment, the CASP tool rates the studies as high, moderate, or low. The Critical

Appraisal Skills Program questions are listed in Box 1.

Box 1. CASP tool questions

1. Was there a clear statement of the aims of the research?

2. Is a qualitative methodology appropriate?

3. Was the research design appropriate to address the research aims?
4. Was the recruitment strategy appropriate to the aims of the

research?

o

Was the data collected in a way that addressed the research issue?

6. Has the relationship between the researcher and participants been
adequately considered?

7. Have critical issues been taken into consideration?

8. Was the data analysis sufficiently rigorous?

9. s there a clear statement of findings?

10. 10. How valuable is the research?

The inclusion and exclusion of studies based on methodological limitations is a more
complicated decision in qualitative evidence syntheses contrasted with reviews of
trials (86). The potential methodological limitations of studies are only one of the
various factors that can determine the inclusion or exclusion of these studies from

data synthesis, and other parameters must be taken carefully into consideration, as the
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expertise of the reviewer, the reviewer's familiarisation with the assessment tool and
with the study designs (86). It was decided not to rate and exclude studies based on

their methodological limitations.

However, following the guiding principle of transparency in reporting, each study's
overall quality is summarised, reported, and available to the reader (83,86).
Concerning question six, if some authors did not transparently acknowledge their
influence in the research process to avoid any potential bias, that is assessed as
"cannot tell", given that the concept of bias is not compatible with the philosophical
foundations of a qualitative inquiry as the researchers are an integral part of the
research process (87,88). Ten studies fulfilled all the criteria, eight fulfilled nine out of
ten, and three fulfilled eight. The studies' assessment is reported in the last column of

the Data Extraction Table 9 (Appendix 1).

Approach to synthesis methodology

Literature reviews can be separated into two categories: background and independent,
stand-alone reviews (89). Background reviews can serve as a theoretical foundation
for primary research or graduate student theses to identify a literature gap (89). In
contrast, stand-alone reviews are conducted for various purposes attempting to answer
the question "what the data means" instead of "what the data says" by using
aggregation, interpretation, explanation, and integration of the current research data

(85,90,91).

Recommendations exist that literature reviews recite the subject matter and contribute
to the work by synthesising the available data and presenting a scholarly critique of
theory (90). A stand-alone systematic literature review can improve the background
review quality, provide relevant significant data for formulating the research question,
and offer recommendations to guide practitioners and policymakers (89). However,
there is an ongoing debate regarding the degree of 'interpretiveness" of data analysis
in different methodologies and a strong argument that the data synthesis should not
violate the philosophic paradigm of the method used in primary studies (92). This
systematic literature review is a stand-alone and background literature review for my

doctoral dissertation.

The various methodologies for qualitative evidence synthesis have been presented

adequately in the literature (85,93,94). For choosing the appropriate method for data
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synthesis, this study applied the RETREAT framework, as the only framework at the
time and a helpful tool for novice reviewers, that focuses primarily on qualitative

syntheses and guides selecting a suitable synthesis method based on variables such as

nn nn nn nn nn

"review question,”" "epistemology," "timeframe," "resources," "expertise," "audience

and purpose," and "type of data" (85).

The Thematic Synthesis methodology was selected for this review using the
RETREAT framework for several reasons (58,85,95,-97). Other methodologies
recommended for synthesising quantitative and thin qualitative data, suitable for
testing a theory or theory generation or using a highly-structured protocol-driven or
requiring other reporting standards, were not considered suitable for this systematic
literature review (58,85,95). Table 6 provides the illustrative use of the RETREAT

framework for this review.

Table 6. RETREAT framework

Review Question Qualitative/ Fixed/ Descriptive question. Use of the framework
Population, Exposure, and Outcome (PEO) to formulate the
question.

Epistemology Preference for a method less reliant on epistemological

considerations

Time/ Timeframe Limited, less than a year

Resources An externally funded project, one reviewer with the supervision of
three academic staff. Access to software for qualitative evidence
synthesis.

Expertise PhD researcher who needs an accessible form of synthesis

Audience and Part of a doctoral dissertation. An audience of academics but also

Purpose health professionals and practitioners. The analytical themes that

will arise from the data synthesis and consist of a stage of
'interpretation’ will be used to answer the review question.

Type(s) of Data Use an exhaustive search on different databases, including any
qualitative studies relevant to the review question, irrespectively to
their philosophical perspectives, methodologies, or methods.

Reporting Standards ~ ENTREQ: Enhancing transparency in reporting the synthesis of
gualitative research

Choice of Method Thematic Synthesis
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Data extraction and synthesis

The data extraction process for obtaining the essential information about the studies'
characteristics and findings was organised in two steps: first, data was extracted
comprising study details and assessment of methodological limitations, followed by
the extraction of findings (themes) identified in the full text. Data extraction Table 9
(Appendix 1) presents the first step of data extraction, including information
regarding the reference details of the included studies as the author, year, country/
region of study and also study design and methodological approaches as sample size/

sampling methodology and the assessment of methodological limitations.

The data extraction followed an inclusive approach, extracting all relevant data found
in the full text of the studies, including participants' quotations and authors'
interpretations, to increase the face validity of the themes and to avoid omitting
potentially valuable findings for the synthesis (85). Following Thomas and Harden
(2008), the full text of the studies was uploaded to NVIVOI12 software for qualitative
data analysis, and codes were created to illustrate extracted data that was also used
later for the synthesis (98). The data relating to the authors' findings and

corresponding participants' quotations are presented in Table 10 (Appendix 1).

The thematic synthesis was conducted in three stages: coding the included studies' full
text and developing descriptive and analytical themes (96). With the completion of the
data extraction process, the first stage of the thematic synthesis was accomplished.
The study did not use an apriori framework based on the review question to avoid
omitting information found in the studies valuable for the synthesis. Thus, the coding
was conducted line by line on the studies' full text, including the abstract, findings,
and discussion sections. The coding was performed without a hierarchical structure,
and codes similar to other studies' codes were incorporated into one, creating a final
number of 227 codes. At this stage, the primary studies' data codes were close to the
studies' original findings. Then in the second stage, for performing synthesis and not
just presenting the original studies' findings, review questions were deployed to

organise the codes into descriptive themes and generate the analytical themes.

Results
The 21 studies collectively included primary data representing the views of 484

participants' caregivers, from which 329 participants are female and 155 participants
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are male (studies 9 and 10 include the same male/ female participants and studies 3
and 4 include the same male participants). Ten of the studies were conducted in the
USA, including Native, Asian, African, Hispanic or Chinese participants; two studies
were conducted in Canada, two in Japan, one in Sweden, one in Poland, one in China,
one in Mexico, one in Portugal, one in Australia and lastly, one in Israel which
included Russian immigrants women as participants. Participants had different
educational and occupational backgrounds, and most cared for a spouse or partner,
whereas a smaller number were the care receivers' daughters, daughters-in-law, sons,
or other relatives. The age of the participants ranged from 38 to over 80 years. Table

11 presents the demographic characteristics of the participants (Appendix 1).

How gender relates to informal carers' experiences in older individuals' care is
manifested in six interconnected descriptive themes and two major analytical themes:
1) The impact of gender on the caregivers' labour and 2) Negotiating gender identity
with self, society and cultural norms. Figure 2 illustrates the review questions, the
corresponding descriptive themes grouped into two analytical themes, and the number

of studies representing each of the descriptive themes.
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Figure 2. Descriptive, analytical themes and the number of corresponding studies
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Analytical theme 1: The impact of gender on the caregivers' labour

The first analytical theme discusses the impact of gender on informal caregivers' abilities to
deliver caregiving tasks, the motives that influence these tasks, and the coping strategies
implemented to cope with the caregiving burdens. This theme reveals that the caregiving
process displays distinct gendered characteristics in carrying out care tasks and developing

coping strategies.

The effect of gender on delivering caregiving tasks

Men caregivers approached the caregiving process as a new type of occupational role and
pragmatically performed this caring role as if executing a set of tasks keeping emotional
aspects of care in the background (99-103). Women approached the caregiving process with
more sentimentality and emotions and anticipated this caring role not as something new but
rather as an extension of their existing feminine roles (99—-101,104). In their pragmatic, less
emotion-focused, and task-driven approach, men were more likely to employ enforcement
techniques upon care-receivers to comply with the caregiving tasks and prioritise the need to
complete tasks instead of responding to emotions (104). In contrast, women were more
reluctant to enforce compliance as a caregiving technique because they viewed it as
contradictory to the perceived nurturing female role. Women spouses mainly avoided

practices that could diminish their husbands’ sense of self-control (104—106).

As a result, men felt proud when they successfully performed a caregiving task. In contrast,
when they were unsuccessful in performing a task, on the one hand, they felt overwhelmed
and, on the other hand, were more forthcoming in asking for professional or familial support
as they would have done if performing any task (99-101). In contrast, women did not display
explicit pride or overwhelming sentiments when succeeding (or not) in caregiving. Instead,
they performed caregiving tasks as if they were household tasks without complaining, often
underestimating their need for support and de-emphasising the necessity of professional
assistance (101,105,107). Finally, men felt more stressed than women in performing
caregiving tasks because they considered that the household division of labour was altering,

and their role shifted from masculine to more feminine (101).

Motives of caregiving

The core motive for both men and women caregivers was the love they felt for their beloved
(64,99,113,100,102,103,108-112). For spousal caregivers, important motivators were their
wish to survive as a unit and help their partners sustain a healthy and gendered appearance

(99-102). The duty of care was another common motivator, although its origins were
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differentiated by gender. Women's sense of duty was primarily rooted in filial obligations,
whereas men's sense of duty was rooted in their feelings of appreciation for their wives and
socially imposed imperatives (102,108,111,112,114). Gender, monetary restrictions, and
ethical resistance to nursing homes were additional reasons women provided care
(109,110,113). For men, the belief that their wives would have done the same thing for them,
positive memories and commitment to marital vows related to moral values of doing the right
thing were additional reasons to provide care (100,102). Another significant motivator for
men was the positive social visibility they enjoyed, as their extended social network

positively acknowledged their efforts to perform their caregiving tasks (103).

Managing the emotional burden of caregiving

Both men and women experienced high emotional burden levels due to their caregiving role.
As a result, they expressed distress and hopelessness, fear for the future, and a sense of losing
the relationship. By deploying their masculine characteristics and adapting and integrating
new for them helpful feminine attributes, men could accept their new role, find purpose in
caregiving and preserve their marriage identity (99,104). Moreover, men dealt with the
caregiving burden partly by focusing on those rare positive and fulfilling moments when their
wives showed clarity of mind reinforcing their perseverance and partly by adapting less
favourable tactics, like drinking and self-medicating (99,104). By creating reciprocity with
their beloved ones and further developing their feminine attributes, women could find
meaning in the caregiving role and achieve increased personal growth (109,111,114,115).
Moreover, women dealt with the caregiving burden partly by laughing away its’
consequences and emphasising the selflessness qualities encapsulated in caregiving and
partly by suppressing emotions and becoming disinterested in their caregiving tasks. Finally,
intersections of gender with ageism stereotypes made adopting successful coping strategies
more strenuous for older female spouses in contrast to daughters, who could go against the

norm by prioritising self-care activities (106,107,110,112).

Analytical theme 2: Negotiating Gender Identity with Self, Society and Cultural Norms

The second analytical theme responds to the second objective of this study of understanding
how informal caregiving influences gender identity. It discusses the sociocultural influences
on informal caregivers, the role of self-agency in caregiving, and caregivers’ negotiated
gender identity. This theme reveals the diversity of caregiving effects by interconnecting
gender, cultural and societal influences that eventually (re) shape the caregivers’ identity in

older people’s care.
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The socio-cultural influence on the duty of care

Social norms shaped by governmental influences, religious systems, cultural principles, and
societal ethics define women as the primary caregiver, fulfilling family values, moral
considerations, and gender expectations (102,108,111,113). These social norms imprint on
female caregivers’ stereotypical gender traits such as affection, dutifulness, and compliance
when carrying out caregiving activities (106,110,113). Specifically, wives were expected to
provide informal care to their husbands in their older life, and daughters were held to a
distinct set of ethical standards higher than sons excused from caregiving obligations. For
men spouses, social norms’ influence was based on the sense of duty as this emerged from
their religious marital vows and their faith in God (99,100). By remaining loyal to their vows,
men complied with cultural expectations, personal beliefs, and positive social visibility (103).
Transgression of caregiving expectations defined by social norms bestows a greater sense of
guilt on women. In contrast, men feel lower shame when they fail their caregiving

responsibilities and require institutional care (107,109,114,115).

Sense of self-agency in the caregiving role

Becoming a caregiver signified a life turn and a rupture in the planned continuity of
caregivers' lifespan, inevitably creating a loss of control and self-agency. Men often felt
trapped in their spouses' illnesses and alienated from their life ambitions (99,100).
Restoration of continuity of men's life and regaining control of life events required the
retrieval of the masculine trait of becoming a defender and undertaking responsibility for
salvaging their marriage identity (99,100,102). Maintaining a sense of self-agency appeared
to be a more strenuous task for women. Women felt socially restricted in pursuing their
interests, personal needs and career ambitions and losing their sexual identity and social
status (105,109,112,115,116). Older women especially felt greater restriction levels than
daughters due to the intersection of gender with age stereotypes. The primary way to deal
with these restrictions was for women to focus on the self rather than the care receiver’s
needs by cultivating personal growth and becoming as detached as possible from the care
receiver. Overall, coming to terms with the new caregiving role was crucial for both men and

women to achieve a sense of well-being and hopefulness (105,107,108,114,115,117).

Gender identity as a negotiated outcome.
The core element in accepting the caregivers' role and managing the caregiving burden is to
(re)negotiate traditional gender identity features. Men and women caregivers were willing to

or had already materialised the crossing of gender lines while performing their caregiving
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roles (101). Men who were willing to express feelings and emotions clearly and inclined to
redefine the traditional masculine identity to include more feminine traits felt greater inner
peacefulness in executing their caregiving duties (99,103,104). Similarly, women who were
willing to become more pragmatic and task-focused in their caregiving found the necessary
space to express their interests, sexuality, personal needs and career ambitions
(110,116,118,119). Finally, primarily women and, in some cases, men found this crossing of
gender lines not easy and considered it risky out of fear of endangering their sense of social
belongingness. An intersection of care to the relationship to care receiver appeared to
disadvantage more older wives than daughters in negotiating gender boundaries, as their

gender and sexual identity were closely interwoven with their husbands (109,110,119).

Discussion

This section discusses the review's key points and sets them within the context of the broader
literature. This review performed a thematic synthesis of qualitative studies on how gender
relates to informal carers' experiences in older people's care. Two objectives were formed to
guide the thematic synthesis: a) to understand how gender impacts the nature of care provided
by informal carers to older individuals, and b) to understand how gender and contextual
factors interact and may influence caregivers' identity. A systematic literature search yielded
twenty-one studies that met the inclusion criteria. Twenty studies used qualitative
methodology for data collection, and one study used a semi-structured questionnaire designed
to collect quantitative and qualitative data. The methodological rigour of the studies was
assessed using the Critical Appraisal Skills Program. Most studies fulfilled all or at least eight
out of ten criteria. Twelve studies focused on spousal/ partner caregiving, six on familial

caregiving, and three on spousal and familial caregiving.

Two analytical themes emerged from data synthesis: a) the impact of gender on the
caregivers’ labour, and b) negotiating gender identity with self, society, and cultural norms.
These analytical themes reveal how important gender is to the experience of caring for older
people. The results show that gender determines the caregiving arrangements within the
households; gender imbues the caregivers’ motives to provide care, and it affects how they
deliver the caring tasks and their coping strategies to mediate the caregiving burden. Gender
has significant implications on how flexible individuals adjust to their new caregiving
identity at the crucial and abrupt moment that they become carers, and their life changes
through the whole course of care. Gender intersects with the relationship to the care receivers

and other identity-defining characteristics such as age and ethnicity to further disadvantage
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subgroups of caregivers. All these findings together shape a significant gender impact in the

informal family provision of care to older people.

The current review asserts that women caregivers influenced by traditional feminine roles are
much more emotionally involved in caregiving. In contrast, male caregivers influenced by
traditional masculine roles are more detached and task-oriented (120,121). Prescriptive
components of gender stereotypes that construct the beliefs about what men and women
should do suggest that women should be warm, sensitive, cooperative and avoid dominance.
In contrast, men should be agentic, assertive, competitive, and independent and avoid
weakness (122). These prescriptive components of gender stereotypes partly explain this
review's finding of men's tendency to reinforce compliance by providing care in a managerial

manner, placing the practical completion of tasks above the means used to achieve it.

Following previous reviews, affection, reciprocity, compassion, and the duty to provide care
appeared as common motivators for both women and men (33,123). Moreover, this review
highlighted the linkage of these motivators to cultural imperatives of the dutiful spouse,
husband, daughter, and son image that preserves social and family harmony (124). However,
these motivators were more potent for men as they added to men's masculine identity,
offering them further social recognition. While significant for women, these motivators
lacked the potency they had for men because they merely upheld the nurturing feminine
identity without adding any further credit other than that related to their existing recognition

of their gender role.

In agreement with previous studies that used quantitative and qualitative methodologies,
women appeared to express a higher burden than men (25,125). Nevertheless, men also
suffered from the caregiving burden, but they were less likely to share their negative feelings
emanating from this burden and more willing to ask for support (33,126). The literature
associates higher burden levels with emotional-focused coping strategies primarily used by
women, whereas lower burden levels with problem-solving approaches used primarily by
men (127). A set of studies report a similar linkage between caregiving burden and coping
strategies concluding that men and women implementing an emotional-focused coping
strategy tend to display greater burden levels (121,128). This review expands on the linkage
between caregiving burden levels and coping strategies, suggesting that caregivers expressed

a lesser burden level when applying emotional and problem-focused coping strategies.
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Concerning the intersection of gender and relationship in caregiving burden, findings from
this review concur with most quantitative studies. Previous findings showed that wives and
daughters report similar stress and depressive symptoms. The depressive symptoms were
more significant and induced greater vulnerability in wives’ self-esteem than did for
daughters (125,129). Similarly, this review concluded that wives and daughters expressed a
high burden when they felt trapped in caregiving obligations. However, that was more
prominent for older wives as it further intersected with age-related restrictions creating an
environment of limited resources for these women to preserve a sense of agency and positive
self-image. Studies that identified higher quality of formal and informal support to caregivers
concluded that caregivers' perceived burden is lower, regardless of gender, relationship or age
(130-133). This review also demonstrates that the intensity of caregiving and the lack of

support lead to more significant burdens for both genders and all ages.

Sociocultural factors further disadvantaged the women’s healthy adjustment to the new
caregiver role. Previous literature suggests that both ethnicity and gender impact caregiving
arrangements as differences in the construction of gender across countries strengthen the
normative gender ideals on how people behave and explain their actions (57,123,134).
Accordingly, the findings of this review show that social imperatives and religious beliefs
impact the female coping potential in dealing with the caregiving burden. This is more
evident in non-Western settings influenced by religious paradigms such as Catholicism and
Confucianism or traditional submissive female roles that approach care as a form of
purification. The fact that women conceive caregiving as a normative part of family life
implies that cultural values may not directly render caregiving burdensome but may impact
the choices and coping strategies that eventually prohibit women from seeking help and

interventions (124,135-138).

Furthermore, this review asserts that identity development is a contextualised phenomenon
characterised by dynamic interactions between individuals and societies. More importantly,
the sense of identity continuation across time and situations leads to a sense of well-being and
confirms the individual’s self-agency experiences (139,140). The participants in this review
on becoming caregivers experienced an abrupt change of role, which forced a shift in their
identity. The more successful individuals were in adapting to the new identity role as
caregivers, the greater the potential to increase their self-agency, sense of control, and overall
well-being. Gender influenced men and women differently in adapting to the new caregiving

identity. Women felt physically and emotionally exhausted from the new caregiving role
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because it emphasised and magnified traditional female stereotypes of family caretakers,
further restricting them from pursuing their interests, personal needs, career ambitions, sexual
identity and social status. In contrast, men caregivers were able to block some of the
emotional aspects of care by suppressing emotions and re-patterning the caregiver role into a
challenge that, when successfully achieved, provided a sense of honour in the success and a
sense of self-agency (141). Nevertheless, this appeared more of a short-term solution for men,

and in the long term, the suppressed emotions added to the caregiving burden (141).

This review concludes that while caring for older people, both men and women can ease the
caregiving burden and strengthen their coping strategies by transgressing gender lines.
Women who become more pragmatic and task-focused and men who express feelings and
emotions can move beyond the socially constructed gender boundaries, attaining greater
peace with the caregiving process. The literature defines this transgression of gender
boundaries as psychological flexibility that can adapt to contextual changes and situational
demands, shifting mindsets or behavioural repertoires (142,143). This final point is vital for
health professionals and formal carers in successfully supporting informal carers to adapt to
their new role. Healthcare professionals can empower informal carers to challenge the rigid
gender binary in informal caring by developing educational programs and communication
patterns that expand gender possibilities by intentionally injecting the language of diversity

and inclusivity into the caring process (144,145).

Limitations

This review is limited to existing data available in the literature, and therefore, other variables
for interpreting data as nuances and context were not available in answering the review
question and analysing the data (146). Potential author biases related to the primary studies
included in the review and possible influences in these primary studies’ research process may
impact the review’s conclusions. Also, the imbalances concerning gender distribution among
caregivers in the reviewed studies, given that most of the studies included female
participants, may influence the review’s outcomes. The study participants were all primary
family caregivers who spent 20 h per week caring for older individuals. Therefore, the
transferability of the results to other populations of carers who spend less intensive time in
caring activities may not be applicable. In addition, it should be noted that data for male
participants in this study were derived mainly from spousal caregivers, as only one study
included one male participant who cared for an older parent. More research exploring the

experiences of sons as caregivers is needed. This review explored informal primary family
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carers’ experiences for older people with various health needs independently of race,
ethnicity, gender, socioeconomic status, and geographic location, thus creating a non-
homogeneous review sample that may impact the review’s applicability findings in specific
contexts. Also, non-peer-reviewed work was not included in this review. Finally, the
disproportionate emphasis of the literature on dementia-related diseases may have resulted in
an imbalance in caregiving needs and caregiving expectations. Hence, future studies should
be more forthcoming in studying caregivers’ experiences of older individuals with

other health conditions.

Conclusion and Implications

This systematic literature review aimed to understand how gender relates to older people’s
informal carers’ experiences. Providing intensive informal primary care to older people
affects both men’s and women’s mental and physical health. Informal carers' experiences
entail a constant pursuit of self-agency after acquiring the caregiver role. Gender stereotypes
of the feminine nurturing role further disadvantage women as they determine caregiving
arrangements, the strategies and resources available to sustain the caring burden, and the
adaptability to positively experience their new caregiving role. Men appear more flexible in
debating their hegemonic masculinity and defending their existence in the caregiving role.
The common motivators for both women and men carers are their affection, feelings of
compassion, and the duty to provide care for their beloved ones. While women and men
caregivers share motivators, traditional gender stereotypes influence informal women and
men caregivers differently. Women caregivers influenced by traditional feminine roles are
more emotionally involved, whereas men influenced by traditional masculine roles are more

practical in completing caregiving tasks.

Furthermore, a linkage between traditional gender stereotypes impacts women’s and men’s
felt caregiving burden and coping strategies employed to deal with it. Gender stereotypes
influence men and women differently in adapting to the new caregiving identity. Women
implement mainly emotional-focused coping strategies, whereas men implement problem-
focused coping strategies. Transgressing gender lines and expanding gender possibilities can
ease the caregiving burden and strengthen caregivers' coping potential. Health professionals
can empower informal careers to challenge gender binaries and expand gender possibilities
by intentionally injecting the language of diversity into caring information and caring
processes. Finally, the review findings outline a path for research on gender identity and a

sense of agency in older people’s care, emphasising the intersection of gender with other
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identity-defining characteristics such as ethnicity, age, and class. There is a need for gender-
sensitive and culturally informed qualitative research to explore the caregivers' subjective
experiences while considering the risk of exposure to increased provision of intensive care as

spousal caregiving.

Part II1. The Construct of Gender

Theories are products of systematic and thorough investigations of events, situations,
experiences or processes (147). As research studies are not conducted in isolation but aim to
contribute to existing knowledge within a particular field, the incorporation of a theory acts
as a bridge connecting the body of knowledge on the field of gender to the concrete area of
focus of my study (148,149). Additionally, since the concept of gender covers a range of
psychological and actual experiences infused by the individual conceptual worldview,
incorporating a gender theory further assisted me in conceptualising participants’ experiences
better (150). I chose the theory of gender performativity presented in Judith Butler's
foundational work with a wide range of cross-disciplinary appeals (151). I begin this chapter
by placing Butler's theory of gender performativity into context, presenting the fundamental
idea of the social construction of gender and explaining her normativity argument in
opposition to gender realism and the binary view of gender. I continue by introducing Butler's
notion of gender, as constituted and reconstituted through ritualised performances of gender
norms, that challenges categorical conceptions of gender and calls subjects to disrupt gender
through subverting naturalised acts. I then suggest that an appropriation of Butler's
perspective on spousal care work can assist in discussing the potential and limitations of
caregivers’ gender performativity under the traditional norms that shape their behaviours.
Finally, I present the application of this theory in the context of the phenomenological

perspective that guides this study.

In Western societies, feminist theories have increasingly pointed out that gender is not a
classification scheme based simply on biological differences but has a cultural character and a
highly variable meaning across time, cultures, and groups marking social differences among
individuals (152). Those feminist theories argued against biological determinism, suggesting
that gender is the social interpretation of sex and is thus socially constructed (153). The social
construction of gender is located within the philosophical assumptions of social
constructionism. Social constructionists argue that society is a ‘habit’ and use the term
‘habitualisation’ to describe how "any action that is repeated frequently becomes cast into a

pattern, which can then be ... performed again in the future in the same manner" (154).
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Under this perspective, gender is not conceptualised as a fixed identity nor an aspect of who
someone is, but rather as a social construct, as something that one repeatedly does in
interaction with others (155). Females become women, and males become men through
socialisation processes whereby they acquire feminine and masculine traits and learn
feminine and masculine behaviour (153). Masculinity and femininity are social learning
products; they are constructions of social forces that bring gendered individuals into existence
(156). This distinction between sex and gender allows for individuals to be sexed males and
yet be gendered women and further allows analysing how different social groups construct
and maintain gender categories in everyday life and major social institutions, as in the
families and the economy (157-159). However, the presumption of gender as a fixed natural
entity on which society subscribes traits of masculinity and femininity leads to a gender
realism in which women are assumed to share common characteristics and experiences and

thus to differ from all men (153).

In Gender Trouble, Butler, with her normativity argument, critiques gender realism claiming
that it has created new socially constructed accounts of hypothetical shared femininity
(53,153). Butler argues that unitary gender ideas fail to address differences among women
and acknowledge the diversity of cultural, social, and political intersections that impact the
social construction of gender (53). She further argues that such an account of shared
femininity is, from the start, normative as it implies that there is a ‘normal’ way for someone
to be a gendered woman or man (53). Therefore, Butler stands against the sex-gender
distinction claiming that accepting a binary essential biological sex and viewing gender as its
cultural interpretation structures the basis for a binary gender (53). She regards this sex and
gender distinction as meaningless, remarking that "perhaps this construct called sex is as
culturally constructed as gender " (159 p.10). Butler unfolds her theory, emphasising the
sex/gender constructed-ness rather than existence (151,160). She suggests that since all
bodies are gendered from the start of their social existence, no ‘body’ can exist that pre-exists
its cultural signature (53). Building on Wittig’s (161) concept of the heterosexual matrix,
Butler describes how society is structured around heterosexuality as the presumed norm,
creating a matrix of power relations that uphold and enforce this norm (53,162). The matrix
posits that humanity is divided into two dichotomous sex categories that express themselves
through stable genders defined as opposing but complementarity through the practice of

heterosexuality (162). Individuals become culturally unintelligible when they engage in
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gender practices that are not understandable through this matrix, such as not practising

heterosexuality and being treated as either failures or impossibilities (53).

In Butler’s theory, gender operates performatively through interpellations, which she
conceives as ritualised and sedimented performances through time (163). For Butler, to
become a girl or boy is to become exposed to a sequence of gendering interpellations that
start as soon as the midwife or the doctor pronounces a newborn ‘girl’ or ‘boy’ (163,164). In
that way, gender identities are constructed by language, implying that no gender identity
precedes language (165). However, Butler's argument is not that we are non-persons prior to
gender identity but that discourses about a person cannot occur prior to a gendered identity
(165). Butler argues that this interpellation of gender signals the subjects' autonomy’s
fundamental vulnerability: from the moment subjects are born, before any feasible instant of
autonomy, they are vulnerable and dependent on others for their social recognition as persons
(166). For Butler, one can be recognised as an intelligible subject only with reference to a
culturally formed normative framework when he becomes socially recognised through the
normative lens (151). Since this recognition is governed by social norms that provide the
categories of intelligibility, someone ultimately depends on these norms to acquire social
existence. Butler conceptualises this fundamental need for recognition as desire, stating that

the desire for recognition is always a desire for social existence (166).

This subject's dependence on norms is crucial in understanding Butler's idea of gender
performativity. Gender for Butler is a script from which the subject is limited to constrained
choices of gender style; it is a set of repetitive acts within a rigid regulatory frame (53). These
repetitive acts and enacted desires create an interior gender core that is nothing more than an
illusion created by practices that pursue making gender uniform through heterosexism (53).
These gender cores are constructed to naturally belong to women and men, creating the idea
that one must be either a feminine female or a masculine male, and following the Freudian
principle that one cannot desire the sex with which one identifies, it is natural to desire

the opposite sex or gender sexually (153,167). As such, Butler's notion of fundamental
vulnerability is twofold: first, subjects are vulnerable as they adopt the dominant social norms
through which recognition is bestowed upon them, and second, the norm of gender functions
to produce the material reality of their human sexed bodies (163,166,168,169). In other
words, Butler argues that biological processes do not alone result in two natural, distinct
categories of people, but the two sexes of male and female appear natural due to the

consistent performance of two opposite genders. In explaining her idea of performativity,
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Butler distinguishes between performance and performativity. She emphasises the
importance of this distinction, arguing that, whereas performance presupposes a pre-existing

subject, performativity contests the very notion of the subject (53).

Butler uses the notion of performativity to emphasise that the gendered body is enacted (167).
She claims, “’That the gendered body is performative suggests that it has no ontological
status apart from the various acts which constitute its reality. This also suggests that if that
reality is fabricated as an interior essence, that very interiority is an effect and function of
decidedly public and social discourse... and so institutes the ‘integrity’ of the subject” (159
p.136). Contrary to an ontology that links gendered bodies into pre-existing heterosexual
categories, performativity proposes that gender and subjectivity are profoundly contingent
and subject to change, and therefore gender relations can be changed (167). Gender is an act

that brings into being what it names: a masculine man or a feminine woman (160).

Butler argues that "discrete genders are part of what humanises individuals within
contemporary culture; indeed, those who fail to do their gender right are regularly punished"
(159 p.522). As the broader power structure prioritises the maintenance of a gender binary,
those who do not act their gender right are ostracised within the culture (53). This punishment
involves marginalising those who violate the gender binary, creating women's oppression.
Butler argues that these adverse reactions and the binary performance of gender do not exist
coincidentally but serve as instruments of a patriarchal system of power structures that are
trying to reproduce and sustain it. As all norms are authorised foundationally, therefore, are
the way authority imposes its violent way. These power structures are both prescriptive,
create heteronormative gender performance and proscriptive, inhibit deviated gender
performance (170). For example, in hegemonic masculinity, by comprising a legitimate,
protected normative type, men must continuously prove their masculinity by avoiding

anything considered feminine to escape negative consequences such as loss of status (171).

Butler's work calls to create gender trouble, overthrowing these structures and ending their
engendering practices. Her work invites collective response among those seeking recognition
of their freedom to live liveable lives (166). She argues that how performativity is repeated
can displace the societal expectations of gender that perpetuate the cycle (53,166). "If the
inner truth of gender is a fabrication and if a true gender is a fantasy instituted and inscribed
on the surface of bodies, then it seems that genders can be neither true nor false but are only

produced as the true effects of a discourse of primary and stable identity" (159 p.136). In
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other words, since gender is not a stable identity but a sequence of repeated acts, it will be
possible to repeat one's gender differently in subversive ways. It appears that agency is an
essential concept for Butler since it signifies the opportunities for subverting the law against

itself to radical, political ends (160).

Within psychology, various approaches to gender differ in compatibility with Butler's
argument, generally treating gender as a pre-existing fact rather than a performative act.
Butler's view differs significantly from evolutionary psychology, as the latter focuses on
genetic explanations for gender differences rooted in the reproductive challenges encountered
by men and women throughout their evolutionary past, reinforcing traditional gender roles
and heteronormativity (170). On the other hand, social structural approaches, such as the
stereotype content model, align more closely with Butler's ideas highlighting the influence of
societal structures, power dynamics, and gender stereotypes on individuals' behaviours and
reactions (172). Approaches rooted in social identity theory view gender as a social identity
shaped by contextual factors and the salience, the significance of gender in one's self-
perception. Although this perspective may appear contradictory to Butler's viewpoint,
research provides evidence that identities can develop based on arbitrary classifications,
implying that gender identities are not innate or predetermined (170,173,174). Lastly,
research within discursive tradition emphasising the role of language and social interactions
in constructing gender and other integrative approaches combine multiple perspectives and
acknowledge the complex interplay between biological, social, and cognitive factors in
shaping gender-related behaviour appear to be more compatible with Butler's views (175—

177).

Butler's claim of no gender identity behind the expressions of gender has also raised debates
amongst feminist theorists about whether, by deconstructing the ontological status of gender,
a new ontology is founded and whether an essential, stable, sexed, and gendered subject has
been replaced by another unstable, performative and contingent (165,178). Some critics have
accused Butler of elitism due to her complex prose style, while others claim that Butler's
meaning of performativity reduces the body to discourse. Philosophers also wonder whether
Butler’s performativity enables or excludes agency as it fluctuates between voluntarism and
determinism (165,179). However, from a phenomenological perspective, attending this
doubleness of performativity of the subject, as culturally and institutionally constructed and
at the same time intentionally and subjectively lived, performativity can be avoided seeing in

either decidedly voluntaristic or deterministic terms (180).
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A Butlerian approach to discussing gender and its manifestation can be beneficial when
considering subjects' experiences within highly gendered contexts, such as care work. As
discussed above, for Butler, the category of gender is, from the start, normative and thus has
the power to produce and differentiate the bodies it controls (53). One is recognised as a
representative of a particular gender in reference to not personal ones but to socially shared
features such as expressions, postures and habits (53). This agency's vulnerability is evident
in male and female caregivers who experience a loss of autonomy and personal control as
they try to do their gender right while executing their caring duties (181). Because cultural
conviction maintains that women are bio-psychologically suited to nurturing and, in practice,
are trained for it, women caregivers feel trapped in their caring duties seeing no other
resources available (182). As a patriarchal society classifies men as active and women as
passive, feminine conduct combined with a male body are considered abnormal or
transgressive (183—185). As such, men in female-dominated care work fear feminisation and
stigmatisation, which further influences how they provide care. It is apparent that gender
norms significantly oppress men and women caregivers, as their desire for recognition forces
them to represent their gender right by limiting their sense of agency and personal control.
However, Butler suggests that representation is always performative, and as such, it is a route
of reproducing and possibly challenging gender as a norm. Regarding performativity, the
caregivers' gendered patterns of behaviour, thought, and perception, habitually regarded as
descriptive or expressive of their gendered identity, can be redefined as productive of this

identity.

Women and men caregivers not only consistently function within a context that reinforces
feminine heteronormativity, but through their caring practices, they consistently communicate
gender relations in their wider familial environment, neighbourhoods, and health care
services. Therefore, empowering this group could result in opportunities for subversion of
gender norms within caregiving contexts while increasing caregivers' sense of agency and
well-being and further inspiring and motivating those related to those agents in the outside

world.

Application of the theory in this study

Guided by a phenomenological psychological perspective, this study emphasises the
intentionality of consciousness and psychological subjectivity as the personal meaning of
cognition concerning the experience of gender among caregivers (150). For phenomenology,

consciousness synthesises experience through intentional acts toward objects that are both
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sensorial, meaning that they physically exist and purely mental in origin as imagined,
believed, anticipated, or hallucinated (186,187). Grasping mental and physical objects of
consciousness, I examine the body-mind coexistence and its connection to the world to
describe the whole experience of gender as the participants live it. Butler's theorisation of
gender as a fictional idea that forcibly materialises our bodies and shapes our very concrete
and material realities provides an explanatory framework of the underpinning cognitive,
behavioural, social and psychodynamic psychological processes of this body-mind-world

interrelation in the experience of gender (188).

Phenomenological psychology research, however, is descriptive; as such, there is a
theoretical resistance to any explanation of causes and effects (189). In line with the
descriptive commitment in phenomenological psychological research, I aimed within the
phenomenological reduction to use the theory's descriptive perspective as a call for
information needed for description, suspending and setting aside its explanatory power for a
later discussion with the broader literature and the phenomenological findings of this study

(150,190-192). This study's data analysis section includes more detail about achieving this.
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CHAPTER Il. RESEARCH METHODOLOGY

This chapter presents the fundamental elements of the research process undertaken in the
current study. An explicit epistemological position embedded in the study's research paradigm
makes the rationale for choosing a methodology and methods justifiable and is crucial to
ensure the research's soundness and reveal motivations and potential biases (193,194). The
chapter commences by presenting the research paradigm, this study's epistemological
position, and how these elements inform each other. Then the presentation of the
methodological framework follows and why it best suits the research objectives. The chapter
concludes with a detailed presentation and justification of the methods regarding participants'
recruitment, the research interview processes and techniques employed, the data analysis

procedures, ethical considerations and the research rigour.

Research paradigm

A fundamental distinction exists in social research between quantitative and qualitative
research paradigms (194—-196). The different assumptions of the quantitative and qualitative
paradigms originated in the positivism-idealism debate of the late 19th century
(195,197)(194,195,197). At this time, a group of theorists named positivists maintained that
all meaningful statements could be either empirical, hence observable and verifiable, or
logical as mathematical statements, and the statements that do not fulfil those criteria are
meaningless (198). Therefore, positivists proposed that science and philosophy must be
concerned only with scientifically answerable questions. Social scientists should use the
methodology used in physical sciences to investigate the social world, as the physical world
is more understood than the social (195,198). Opposite to this thesis, other philosophers
supported that while natural sciences are concerned with explaining and seeking quantifiable,
empirical regularities to establish general laws, the social sciences are concerned with
understanding individual cases and tracing their unique qualitative development (195,199).
“What distinguishes human action from the movement of physical objects is that the former
is inherently meaningful. Thus, to understand a particular social action, the investigator must
grasp the meaning inherent in that action (200). Therefore, as natural and social sciences have
different orientations, nomothetic in contrast to idiographic, different methods should be used
to approach the inquiry (194,195). Contrary to the positivist, quantitative approach to
knowledge, a qualitative approach should be applied for understanding (195,199).
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The differences between quantitative and qualitative research approaches are reflected in their
epistemological assumptions (201). By accepting an objectivist epistemology, quantitative
research aims to develop universal explanatory laws that govern a static and independent
researcher's reality by measuring and analysing causal relationships between variables within
a value-free framework (201,202). Under highly structured protocols, techniques utilized are
blinding, randomization and questionnaires with limited predetermined responses so that
statistical methods can be used to ensure that samples represent larger populations (203).

In contrast, qualitative research informed by subjectivist or constructionist epistemologies
seeks to understand the meaning of a dynamic reality connected to the researcher
(195,197,204). As meaning requires understanding, it is influenced by inquirers’ personal and
epistemological values (195,205). Techniques used are mostly in-depth interviews and
participants’ observations with small purposeful samples that can provide important
information and cannot be regarded as representative of larger groups (197). Consequently,
validity in quantitative research means that the results correspond to how things are, whereas
validity in qualitative research means the appropriateness of the tools, processes, and data
(206,207). This study is positioned within the epistemological stance of constructionism

presented below and is conducted under the qualitative paradigm.

Constructionism

The epistemological position responds to the fundamental epistemological question, what is
the nature of the relationship between the knower and what can be known or, differently
stated, how the inquirer knows what he knows (49,208). Epistemology deriving from the
Greek ‘episteme’, means science, including logic, belief, perception, language, and
knowledge (209). Integral to all these notions is that they are directed at something as words
refer to something, and knowledge requires a known (209). In this respect, epistemological
positions cannot be discussed without regard to what is there to be known (209). Therefore
the epistemological position contains the answer to the ontological question (208). As Crotty
points out, “To talk of the construction of meaning is to talk of the construction of meaningful
reality” (194 p.8). Considering the above, I present this study’s epistemological position by
describing a continuum of the philosophical principles of the subject-object relationship
inherited in three epistemological positions: objectivism, subjectivism, and constructionism

(194).

At one end of the continuum, objectivist epistemology assumes that reality exists

independently, or outside, of the individual mind and the subject’s consciousness (194). The
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meaning of observed phenomena is believed to be in those phenomena, congenital in the
objects, distilled from the subjects, human mind, everyday experiences, and interpretations
(194). In this respect, reality exists independently and before any interest or activity on the
researchers’ part (195). This independence of the object in objectivism forms a dualistic
subject-object relationship that constrains an ontological realism as the object is assumed to
be a single “real” reality that is driven "by immutable natural laws and mechanisms” can be

discovered and also predicted (195,208).

At the other end of the continuum lies the subjectivist epistemology assuming that meaning is
imposed on the object by the subject; thus, the object does not contribute to the generation of
meaning (194). Instead, subjectivists, by creating coherent schemes and rendering the reality
plastic, stretched and shaped by individuals' purposes, impose meaning and value on the
world by interpreting it in a way that makes sense to themselves (194,210). Hence, as reality
is created in individual minds and meaning arises in the process of social interactions, in
subjectivist epistemology, the subject-object relationship takes the form of a subject-subject
relationship (195). This subject-subject relationship maintains an ontological idealism of a
reality created through thoughts and ideas, perceptual entities or archetypes (194,211), and
thus with no fixed rules about how this reality may be experienced and therefore is open to all
kinds of interpretation and depends upon how researchers and participants perceive it

(49,212,213).

The third epistemological stance, constructionism, states “'that all knowledge and therefore all
meaningful reality is contingent upon human practices, being constructed in and out of the
interaction between human beings and their world and developed and transmitted within a
social context" (194 p.53). Thus, meaning arises from an interplay between the subject and
the object relationship (194). This interdependence of the subject and the object is the insight
captured in the notion of intentionality (214). Intentionality is a mental directedness towards
or attending to objects (214). This tending 'toward' is not a passive relation but an ‘aboutness',
a being about 'something' and involves the cognitive capacity of the subject to separate
himself from the physical stimuli and shape a meaningful subject-object relation (215). This
intentional relation between the subject and the object that constructs the meaning
characterises constructionism, as meaning is not simply objective or subjective and as such,
to accept intentionality is to reject objectivism and, similarly, to reject subjectivism (194).
Constructionism evokes a relativist ontological position, affirming that realities are multiple

and co-constructed intersubjectively through social processes that are affected by history and
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culture (194,208). Therefore, the relativist ontology in constructionism sees realities as
associated and alterable constructions and is distinguished from ontological idealism in
subjectivist epistemology of a reality that itself is a form of thought, and human thought
participates in it (216). However, in constructionism, accepting that meaningful reality is
socially constructed is not to accept that it is not real (194). Intentionality as the interplay
between subject-object for the construction of meaning suggests that constructionism does
not affirm nor reject the world out there but criticises the meaning as an object, holding a
notion of a becoming meaning (51,217,218). In constructionism, the focus is on the collective
generation and transmission of meaning as we not only engage with the world and make
sense of it but are already born into a world of meaning (210). In constructionism, being at
once realist and relativist, the interplay between subject and object denotes that things can
exist independent of human consciousness, but the meaning is not, “the existence of a world
without a mind is conceivable, meaning without a mind is not” (194 p.19). In keeping with
these ideas, this study is positioned within the epistemological stance of constructionism,
answering the epistemological question concerning the relationship between the knower and
what can be known as follows: this study views gender not as a static and fixed reality that
can be identified once and for all and not as an individual meaning-making activity but as an

ongoing production of our participation in an intersubjectively constituted world.

Within qualitative research, different methodological frameworks exist for the conduct of
research (205,219). To choose the appropriate framework for a specific study, the researcher
needs to evaluate the extent to which the framework’s philosophical underpinnings meet the
study's epistemological assumptions (205). Based on this, considering among diverse
approaches to the qualitative inquiry as ethnography, hermeneutics, and symbolic interaction,
this study is conducted under a phenomenological methodological framework as it best
mirrors the epistemological foundations found in constructionism: the interdependence of
subject-object captured in the notion of intentionality, the meaning not as something
externally real nor internally ideal but as a state of a continuous becoming and also the
critical stance towards the culture’s heritage pre-given meanings (49,194). Below are
presented the philosophical underpinnings of phenomenology, and the parallels between

phenomenology and the epistemological stance of constructionism are drawn.
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Phenomenology

Phenomenology is commonly understood in two ways: as a disciplinary field in the history of
philosophy and, more recently, as a qualitative approach to inquiry (220,221). Building a
phenomenological qualitative research design requires developing an appreciation and
understanding of the phenomenological philosophical underpinnings (221). The following
section briefly accounts for classical phenomenology's central philosophical thinking,
specifically Husserl's phenomenological ideas of intentionality. My purpose is not to provide
an analysis of this enormous landscape of philosophical concepts but based on Husserl's
contemporary readings in the field of philosophy and psychology to present my belief that
Husserl's phenomenological thinking can offer a suitable framework for addressing the

concept of gender, the core theme of this study.

The subject matter of phenomenology is the conscious mind, the perception of the meaning it
has for the subject (220,222). Phenomenology was introduced in 1900-1901 when Edmund
Husserl's ‘Logical Investigations’ were published (223). The phenomenological movement
was continued in the first half of the 20" century by Martin Heidegger, Alfred Schutz,
Maurice Merleau-Ponty, Jean-Paul Sartre and others (220). Husserl was a scholar in various
fields, such as math, logic, theory of meaning, consciousness and intentionality, ontology, and
phenomenology, who criticised the positivist and empiricist conception of the world as an
objective universe of facts (224,225). Husserl was influenced by the work of Franz Brentano,
who distinguished mental from physical phenomena to define the subject matter of scientific
psychology (226). According to Brentano, the intended object is an immanent psychological
entity, suggesting that inner perception, as a source of experience, is limited to one’s mental
life (226). Husserl differentiated from Brentano, stating that the object of intentional acts is
transcendent and lies beyond its immanent parts (227). We need to ‘’set aside all previous
habits of thought, see through and break down the mental barriers which these habits have set
along the horizons of our thinking... to see what stands before our eyes™ (228 p.43).
Mirroring constructionism, Husserl’s phenomenological thinking concedes that we are
already born into a world of meaning, calling us to question our whole culture for observing

the phenomena as they are themselves before we even start thinking about them (227,229).

Husserl's phenomenological method describes how things appear to consciousness by
bracketing the natural attitude (230). The natural attitude is a pre-phenomenological way of
experiencing things, a pre-phenomenological life, in which we hold a general thesis, that is,

our presuppositions and the acceptance of an existing world, a presupposing of the being of
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the world and the things in it. However, as we continue to live in it, we are naive to its
general thesis (231-233). As a pre-phenomenological realm, natural attitude can only be
disclosed and thematised, being the thematic core of consciousness, by a phenomenological
reflection (227,230). The first method in phenomenological reflection, the first shift in view,
is called the epoché. The epoché is not a denial but a suspension of the general thesis of the
natural attitude for the constitution of meaning in consciousness to present (230,234). The
subject reflectively turns its attention to consciousness, which, in turn, is intentionally
directed at the world (233). This shift of the point of view is the transcendental shift; the
analysis of the correlation between subjectivity and the world is what Husserl called
transcendental reduction, and the movement from the noesis (the intending subject that
performs noetic acts) to the noema (the object-referent of a noetic act) is known as
intentionality (233,234). Therefore, transcendental subjectivity is a person reflecting on his
constitutive relation to the world by analysing the how of the givenness of any objectivities or

situations (232).

Husserl's methodology of phenomenological reduction was not left uncriticised. The
discovery of an objective world by a transcendental subject through his intentional acts that
bracketed the whole external world, including other subjects, would seem inevitable that the
other subjects were nothing else but rather the projection of himself, and this solipsistic
predicament was problematic (227,235). According to Schutz, only emphasising the
transcendental and losing the mundane out of sight was the greatest danger of solipsism
(223,236,237). Accordingly, Heidegger rejected Husserl's absolute transcendental
consciousness and did not abandon the mundane, arguing that Husserl's ‘being’ presupposes
the being of something, and as such, the investigation of being must choose a thematised
being for analysis (238,239). Heidegger argued that not only consciousness is intentional, but
the whole human being is intentionally related to the world, shifting the focus from the
human to the being of the human (150,194). The fundamental phenomenon for Heidegger is
not objects of consciousness but a human as being thrown into the world, which he described
as Dasein (240,241). Where Husserl and Merleau-Ponty assumed a connection between
perception and subjectivity while engaging in phenomenological analysis, Heidegger argued
that the analysis of Dasein is prior to any psychological analysis (150). He proposed that
Dasein is not a psychological or mental phenomenon but an ontological structure, an
existence in this world, a happening in temporality (234). Therefore, he argued that the lived

experiences as the comportment of Dasein in the world belong in the structure of Husserlian
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intentionality, and only by interrogating lived experiences can we uncover the meaning of
being (242). However, uncovering the meaning of being for Dasein requires interpretation as
Dasein, for Heidegger, can not understand itself authentically but under internalised norms
and conventions (242). Under this perspective, Heidegger’s phenomenology takes a

hermeneutical turn (150).

Hence, when the temporal dimension of consciousness is considered, Husserl's
phenomenological method was accused of becoming static as it excludes personal and
individual history and could not account for sedimented layers of meaning as memory and
habituation, which are in part pre-reflective but still influence the experience of oneself with
the other and with the world (243,244). The argument that Husserl excluded all the external
world to focus on the internal structures of experience implied that phenomenological
reduction involves excluding the world to focus on mental representations for making
intentionality possible (245,246). However, for Husserl, the only thing excluded in the
epoche is the naivety of simply taking the world for granted (187), and he regarded his
analysis as not an investigation of some over-worldly, mental realm and not a turn inwards
but a turn that allows a thorough investigation of the world (Zahavi, 2008).

In order to respond to the criticisms of the static schema’s solipsism, Husserl explains the
structure of inner time, in which all mental processes are combined within a temporal horizon
of anticipations of aspects of experiences that just passed (retentions) and aspects of the
following experiences (protentions) in one continuum, the stream of consciousness, that gives
to the experience a temporal depth (244,247,248). Earlier perceptions do not vanish but
remain in consciousness, leaving traces as habituated acts and sediments of meanings, which
make possible the associations between past and present based on similarities (247,249).
This typification of experience, through the associative synthesis of aspects of the experience,
is passive because no active conscious activity is needed as perceived features are combined

by themselves (247,249).

This passive synthesis of the experience has implications for Husserl’s subject treatment
(247). Husserl argues that the transcendental subject not only performs transient acts but is
also a temporal formation that refers to its own past (249). Through the habituation of acts in
internal time, the self is constituted as a gestalt unique to every individual; thus, every self
has a unique mode or style of acting (249). This mode or style runs throughout bodily
expression and comportment, offering the unity of the lived body not in fixed terms but as an

adverbial unity that is in a continuous becoming in our relationships with others and the
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surrounding world (250). According to this, the development of the notion of style alters the
meaning of essence or being; for example, relevant to this study, the essence of a woman or
man or any other gender or subject is recognised not as pre-given and fixed but as being in a
state of continual becoming (180,251). Thus, the self is not only a whole of actual or possible
acts but is formed in time, and has a genesis, an internal past and an origin (247,249). This
passive synthesis of experience gives rise to the core phenomenological concept of normality
as, for Husserl, we anticipate and apprehend following the sedimented in our mind typical
structures, and if what we experience is different to these typical structures, we have an
experience of abnormality, which leads to a modification of our anticipations (252). The
concept of normality reveals that the passive synthesis is not structured at the solitary level
but under the intersubjective forms of apperception (252). Intersubjectivity is reflected in
Husserl's fundamental belief that a being can immediately assign intentional acts to another
being by perceiving things from a viewpoint similar to his without drawing inferences (253).
That belief lies in the notion of an already pre-given and unreflected intentional background,

the lifeworld (253,254).

Husserl's concept of the lifeworld occurs within the intentionality framework (233). The
subject directs his intentions to any object and refers to the next object in a meaningfully
connected context (230). So the ‘object’ is never single but is embedded in an open nexus of
reference (230). Husserl terms this open nexus horizon that includes the communal life that is
lived according to familiar habits and traditions and makes up the phenomenological concept
of the homeworld (253). Husserl envisions the merging of all worlds, a horizon of all
horizons, as one world, which is the concept of the ‘lifeworld’ (230). To the extent that the
world is perceived as one world, this presupposes a harmony between a subject’s intentional
acts and those of others; if the infinite subjects were related differently to the structure of the
world, then the world would not be one, and, consequently, we could neither perceive an
objective world nor make claims about it (187,255). On the crucial question of how these
worlds relate to each other, Husserl supports the possibility of understanding each other
through acts of empathy, grasping the conscious life of another person, and their stream of
experience, by constituting him as an alter ego (230,253,256). The prior experience of the
other subject fundamentally changes the categories of objectivity as the presence of others,
and their perspective on the object gives a verification in terms of the constitutive dimension
of intersubjectivity, and as such, in congruence with constructionism, intersubjectivity adds

sense to the subject’s experience and the unique world of everyone (187,257).
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Thus, lifeworld denotes how social groups and cultural and linguistic communities structure
the world into objects (253). In lifeworld, a fixed system of intersubjective standards
determines what counts as ‘normal’ under ‘normal’ conditions and is a source of epistemic
justification (253). Normality is also conventional as it is not only related to having the same
capacities of experience as others but also having the same as most other subjects (258). This
form of intersubjectivity, where rules determine the inclusion and exclusion by the
community, determine the subject's mundane intersubjectivity, the way someone interacts
with others and is integrated into the purely subjective sphere of experience (259). Therefore
normality is also strongly related to individual experience: each subject anticipates ‘normal’
experiences and expects specific patterns in his or her experiences, inherited from our
predecessors and acquired in the interaction with others (252). As such, the horizon is not
only the analysis of subjectivity but, above all, of intersubjectivity, which holds a
fundamental role in our constitution as objectively existing subjects, other experiencing

subjects, and the objective world (243).

On an epistemological level, Husserl simultaneously adheres to realism and idealism as the
objective world, in the constituted intersubjective experience, is not to be regarded as
entirely independent of the aspects we represent the world (253). For Husserl, another
condition for the possibility of intersubjective experience is the assumption that the other
subject structures the world into objects similar to ours (253). Husserl’s noema as an
experience of an object is neither something externally real nor internally ideal (253). It is a
transcendental concept, the object apprehended by the subject who has experienced other
subjects (247,252). Hence, strong parallels with the epistemological position of

constructionism are drawn.

Husserl's methodical acknowledgement of the intentionality of consciousness and its
engagement in the intersubjective community is of great significance for this study.
Attending phenomenologically to the participants' experience, I will observe the gendered
styles of their thoughts, feelings, and behaviour. Then, in the framework of the normative
structure of the lifeworld, I will observe how the participants, as embodied agents
conditioned in culture and discourse, establish meaningful relations between themselves and
the world in a space like Greece that has been structured by history and for generations has a
specific normative encounter for womanhood and manhood. I aim to provide a
phenomenological account of how the lifeworld shapes the perceptual experience of gender

for caregivers and how within the stream of experience, its associative relations are
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constituted and strengthened. Given the above, the research question for the current study
was formulated as follows: What is it like for spousal caregivers of older people undergoing
rehabilitation the experience of gender within the Greek community? The objectives to
support the inquiry are 1) to describe the gendered patterns of perception, thought, feelings
and behaviour of spousal caregivers, 2) to investigate the normative structures that constitute

the experience of gender, and 3) to explore the sense of agency in the experience of gender.

Applied phenomenology research methods.

The methods and concepts that Husserl and his successors developed were not intended for
social research but served as philosophical projects. As a philosophy, phenomenology is not
unified but divided among distinct epistemological and ontological realms, which also has
implications for applied phenomenological social research (189). From a Husserlian
phenomenological epistemological perspective, researchers acknowledging an embodied
consciousness employ a descriptive phenomenological method to understand a phenomenon
embedded in the structure of intentionality (260). From a Heideggerian phenomenological
ontological perspective, researchers employ a hermeneutical method, depart from subjectivity
towards subjectivism, and seek meaning in individual lived experiences (150). An example of
an empirical hermeneutical phenomenological method is the one developed by Van Manen
and, more recently, the interpretative phenomenological analysis that draws on hermeneutical
phenomenology and the related tradition of idiography (261,262). As I presented above, this
study moves away from a hermeneutical subjective account of the lived experience as it does
not focus on what does it mean to be a man, woman or any other gender spousal caregiver but
instead, informed by a Husserlian perspective, explores subjectivity as embedded in the
structure of intentionality by focusing on what is it like for spousal caregivers to experience

gender (150,222,263).

However, Husserlian intentionality as a transcendental subjectivity involving the analysis of
the correlation between noesis and noema for the investigation of the universal meaning of
consciousness is impossible to be the scope of empirical human research (234,264). In
contrast to philosophy, in empirical research, the descriptions come from participants rather
than researchers (265,266). Consequently, the researchers cannot distinguish between noesis
and noema because they can only recognise noesis (noetic acts) through what is being
thought about (noema) (267). Therefore, due to their inability to stay within the
transcendental phenomenological reduction as no distinct noesis data can be collected,

empirical research related to intentionality becomes a form of psychological phenomenology
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investigating not the meaning-giving perspective of consciousness but the meaning-giving
perspective of the individual, the personal meaning of cognition (150,266). Below are the
methods informing the phenomenological psychological research and how they are applied in

this study.

Phenomenological psychological research

Numerous scholars address the conduct of psychological phenomenology (189).
Phenomenological psychology concerns subjectivity, the experience's phenomenal aspect
(191,227,263,268,269). Experience is understood through the structures of intentionality in
which the subject relates to objects meaningfully and constitutes a fundamental holon (189).
Intentionality is found in all experiences, including perception, thinking, feeling, volition,
expectation, imagination remembering, and social behaviour (234,270). Consideration is
given to how individuals consciously experience the lifeworld through their social and
historical presence in a meaningful transcendent world (270). As such, the description of the
human experience involves aspects of the lifeworld illuminating the person-world
relationship (271). Because the subject matter in phenomenological psychology is the
experience, the participants' experiences shape the qualitative data obtained mainly from
interviews and written descriptions (189). The commonly agreed-upon procedure within
phenomenology is phenomenological psychological reduction, as is the means of thematising

people’s conscious experience of phenomena (272).

Consequently, the phenomenological psychological reduction is fundamental for a
phenomenological qualitative method to remain within human consciousness, explore human
subjectivity and claim phenomenological results (191,265). Within the perspective of
phenomenological psychological reduction, a descriptive approach for a thorough
phenomenological psychological analysis of the data takes place (273). The presentation of

how these steps are implemented in this study follows below.

Phenomenological psychological reduction

As described already, Husserl's epoche and reduction as a philosophical endeavour permit the
researcher to overcome the natural attitude's naivety, accepting the world as a pre-given
source of validities by placing into parenthesis its validity (234). Within the transcendental
phenomenological reduction, the researcher, by abstaining from the consciousness' inclination
to unreflectively focus on the existence of objects independent of experience, can examine

the givenness of reality, the way phenomena present themselves through experience
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(234,274). Methodologically since phenomenological description yields universal essences, it
involves what Husserl called ‘eidetic reduction’ (253). Husserl used the term ‘eidos’ as
Plato's alternate term for the idea (form) to design universal essences (227). An eidetic
reduction is a form of imaginative variation by which the phenomenologist reduces the
phenomenon into its essential qualities by theoretically changing its different qualities; if the
quality is changed and the object remains unchanged, then the quality is accidental to the

object's essence (275).

Regarding empirical research, Husserl noted the commonalities between phenomenology and
psychology, stating that although the two paradigms explore the same thing, without the
epoché¢ and the reduction, empirical psychology informed by the natural scientific method
focuses only on what can be seen and measured (150,272). Consequently, the epoche and the
reduction are fundamental elements for empirical phenomenological psychological research
to remain within human consciousness, explore human subjectivity and claim

phenomenological results (191,265).

However, given that the descriptions of the experiences in phenomenological psychological
research do not come from the immediate perception but from the way consciousness
apprehends or registers a particular experience, the phenomenological reduction used in
empirical psychology cannot be the same as the transcendental reduction (150,253,256,266).
The scientific phenomenological reduction used in empirical psychological research is what
Husserl called the psychological phenomenological reduction or vocational epoché

(150,266). In contrast to transcendental reduction, psychological phenomenological
reduction is a limited or local epoché of the natural attitude, in which the objects or states of
affairs (situations) experienced are reduced, but not the acts of consciousness with which they
are correlated (253,266,274). That means that the researcher preserves the existence of
persons and experiences understudy, but he assigns no existential status to the experienced
objects making explicit his reasons for the bracketed existence assumptions (266). As such, in
this limited epoché, the threads holding the researcher within the natural attitude are not cut
off but loosened to enable him to explore the intentions of others and his own (274). In
psychological phenomenological reduction, the phenomenological attitude from the part of
the research is reflective (274). Utilising the epoché, the researcher does not forget everything
he knows, assuming the role of an unbiased observer, but instead, he is critical of his
presuppositions and hypotheses, placing the common sense and scientific knowledge about

the phenomena into brackets for the subject matter to reveal (265,276).
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What this means for this study is that utilising the epoché I will bracket, put aside my
knowledge of scientific theories and research on gender and the concerns about the objective
reality of the caregivers' gender apart from their experience of them by focusing exclusively
on their descriptions and exploring how they experience processes and situations. In that way,
I will avoid making unsubstantiated theoretical explanations regarding cause and effect and
provide an intentional analysis of the psychological processes inherited in caregivers'

perceptual experience of gender (267,274).

Data Collection

The raw data of phenomenological psychological studies consists of naive descriptions, the
first-person accounts of the experience as it is understood by the participants in their
everyday mode of understanding (191,263). Below I present the methods for collecting the
raw data of this study, including information about the sample characteristics and size,

recruitment and interview procedures.

Sample, sample characteristics and sample size

A purposeful sample was selected for this study, consisting of 11 spousal caregivers of older
individuals needing rehabilitation due to brain injury-related disorders. Seven participants are
women, four are men, ten are Greek, and one is Albanian. Minimum age 62 years old,
maximum age 83, mean average age 69.9. The minimum time for providing care is nine
months, and the maximum is twenty-five years. All participants are Greek residents, and they

speak and write in Greek. Table 7 below presents the sample’s demographics.

46



Table 7. Sample's demographics

Age | Sex | Gender | Citizenship | Ethnicity | Spouses/ Years of | Occupation
partners’ the
needs caregiving
trajectory
1| 71 | Male Man Greece Greek Multiple 25 years Retired
Sclerosis driver
2|75 Male Man Greece Greek Stroke 7 years Retired
factory
worker
3| 76 Male Man Greece Greek Stroke 3 years Retired
technician
4 | 68 | Female | Woman Greece Greek Stroke 3 years Retired
animal
breeder
(family
farm)
5 | 64 | Female | Woman Greece Greek Stroke 9 months Not
employed
6 | 83 Male Man Greece Greek Stroke 10 years Retired
public
servant
7 | 62 | Female | Woman Greece Greek Stroke 1 year Not
employed
8 | 65 | Female | Woman Greece Greek Stroke 2 years Retired
animal
breeder
(family
farm)
9 | 78 | Female | Woman Greece Greek Stroke 11 years Not
employed
10 | 63 | Female | Woman Greece Greek Stroke 9 years Retired
public
servant
11| 64 | Female | Woman Greece Albania Stroke 8 years Retired
tavern owner

In phenomenological studies, the data is collected from individuals who have experienced

and can provide rich information about the phenomenon under study (191,192,263). A

purposive sample, also called a judgment sample, is widely used in qualitative research to

identify and select individuals based on predetermined criteria who have experienced the

phenomenon of interest and can provide rich information and descriptions (277-279). As

such, to establish rigour in my study, I thoughtfully used purposive sampling to recruit a

sample that would yield essential data on the perceptual experience of gender for caregivers

keeping in mind the limitations that will arise in the findings based on the selectivity of the

individuals that will be sampled (277,280,281).
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Based on the purpose of my research and the findings and recommendations of this study’s
literature review, I applied the following criteria for the participants' selection:

I selected adult caregivers, irrespective of their sex, gender, or ethnicity, who were at different
points in their caregiving trajectory but provided care for at least six months at the time of the
interview. With this criterion, I aimed to develop a sample where multiple perspectives would
offer diversity and depth as the respondents were more likely to provide rich information
about the phenomenon under investigation (49,148). However, considering the highly adverse
impact of caregiving on spousal carers and the intersection of caring practices with the
caregivers/ care receiver relationship and with care receivers medical needs, I aimed for some
homogeneity to ensure the study holds relevance and personal significance to respondents
and to avoid increased variation enabling me to capture detail and provide in-depth analysis
on a specific group of carers (181,263,282). Only caregivers who lived with and provided

primary care to their spouse/ partner were selected for the study.

Additionally, given the limited exploration of informal caregiving other than dementia-related
diseases and the lack of qualitative research on older individuals with brain injury
rehabilitation needs when a brain injury is the leading cause of death and disability
worldwide, causing from subtle to severe physical, cognitive, and behavioural/emotional
impairments that may be permanent, and require significant care, to respond to this gap in the
literature, I selected only caregivers who provide care to older people in need for brain
injuries rehabilitation (181,283,284). Other essential criteria I applied following Moustakas
are: the participants were willing to participate in a lengthy interview, granted me the right to
audio record, and agreed to publish the data in a dissertation and other publications (263).
Additionally, the participants could speak, read, and write in Greek and provide informed
consent. Table 8 below presents the inclusion and exclusion criteria for the participants’

selection applied in this study.

48



Table 8. Inclusion criteria and operationalisation of the terms employed.

Inclusion Operationalisation of terms
Criteria
Spousal/ partner | The spouse or partner of the patient who lives with him/her and is most
caregivers closely involved in taking care of him/her at home
Care receivers Care receivers are above 60 years old. According to the new age
age classification, older age is above 60 years.
Care receivers Care receivers need rehabilitation due to brain injuries like stroke,
need multiple sclerosis, or cerebral palsy.
Language Greek

Decisions about sample size in qualitative research focus on flexibility and depth, not on
generalising the findings as in positivist science (279,285). Regarding determining the
number of participants for a phenomenological study, various literature recommendations
extend from 3 to 25 participants (150). Polkinghorne recommends that researchers interview
from 5 to 25 individuals, while specifically for psychological phenomenological studies,
Giorgi recommends that no less than three participants should be interviewed, and Creswell
suggests up to 10 with no minimum (191,192,269). Morse suggests that the more valid data
are collected from each person, the fewer participants are needed, and Lincoln and Guba
propose that the sample size be determined by the criterion of informational redundancy,
meaning that sampling should be terminated when no new information is elicited by
recruiting more participants (286,287). Similarly, Strauss & Corbin (1998:212) suggest that
appropriate saturation occurs when "no new or relevant data seem to emerge regarding a
category, the category is well developed in terms of its properties and dimensions, and the
relationships among categories are well established and validated" (288 p.212). Considering
the above literature, I aimed to recruit no less than six participants and move on progressively
through the sample until no new and additional concepts arose, ensuring data saturation,

which occurred at 11 participants.

Recruitment

Recruitment complied with my university’s equal opportunities policies for research
participants with consistent best practices employed throughout all procedures and activities.
The recruitment setting was a specialised rehabilitation clinic through which I was likely
more able to recruit participants to provide information relative to the phenomenon being

studied (148). I contacted the clinic to obtain an access permit to the site to initiate the data
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collection process. All the participants were recruited through the principal manager, who

acted as the gatekeeper (287).

I initially discussed the study details and the selection criteria with the principal manager for
recruitment. Then I requested the principal manager to organise meetings to introduce the
study details to potential participants and provide them with invitation flyers and participant
information sheets, including information about the research purpose, risks, rights, possible
benefits, confidentiality, dissemination and contact details. I further asked the principal
manager to share the invitation sheets with carers of previous patients or those visiting the
clinic regularly for medical and therapeutic reasons who may be interested in participating in
the study. In addition to the above strategies, I used a study poster with study details to invite
potential participants. The poster was displayed on the clinic's notice board with the relevant
permission from the site. Throughout the recruitment, I ensured an excellent professional
relationship with the recruitment site through open communication that complies with data
protection rules and the standard operating procedures of my university, safeguarding the

wellbeing of all the parties involved.

One interview was conducted at the clinic, one at the University and nine in the participants'
houses after their request. The interviews lasted from 50 to 90 minutes, ensuring sufficient
participant engagement. The interviews were audio-recorded with high-quality equipment
with permission from the participants to ensure data completeness and that no valuable
information was lost during the interview processes. The interview phase lasted three months.
I transcribed all the study’s interviews verbatim immediately after completion to ensure data

reliability (192).

Each transcript included a unique numerical identifier, a consistent layout, a document header
with interview details; speaker tags to indicate the question/answer sequence; line breaks
between turn-takes; numbered pages and pseudonyms to anonymise personal identifying
information. Data was housed securely on the university-provided server. I conducted a pilot
interview using the interview guide with a person who met the inclusion criteria in the sample
participant group. The pilot interview was included for data analysis due to the depth and
richness of the information collected. From the pilot interview, I realised that I needed to
change the wording of some of the questions to make the language more simplified and
accessible to the participants. After each interview, I wrote my thoughts regarding the flow

and success of the interview in my research diary, my interaction with the interviewee and
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further descriptions regarding the place, body language both mine and the participants' mood
and atmosphere, pauses and other events of the interview process and personal thoughts

allowing myself to hold a sufficient level of reflexivity throughout the interview process.

Interview protocol

The qualitative interview is the leading method for data collection in phenomenological
research (49). Qualitative interviews are generally semi-structured or unstructured (289).
According to Kvale, qualitative interviews are informed by the following aspects: they are
centred on the interviewee's lifeworld seeking to understand the meaning of phenomena; are
focused on particular themes; are qualitative, descriptive and specific; they are
presuppositionless and open to ambiguities, and changes (276). For phenomenological
interviewing, Giorgi and Moustakas highlight that the focus should be on the critical
phenomenological concept of the person's lifeworld and suggest that questions must be broad
and open so that the participants can express their viewpoints (263,290). Using
phenomenological theory, other scholars provide structured approaches to guide the
phenomenological interview (291-293). Considering that even an unstructured interview
needs an underlying structure to remain focused on the phenomenon under study, I chose to
employ Bevan's method of interviewing for descriptive phenomenological research (292,294)
(Appendix 2). The interview method offers a straightforward, theoretically-based approach
for novice researchers, enabling descriptive phenomenology application within the interview
process while remaining faithful to qualitative interview techniques ensuring consistency

across phenomenological theoretical assumptions, strategies and techniques (150,292).

The method employs descriptive and structural questioning and imaginative variation to
explore the experience in three steps: experience contextualisation, apprehension of the
phenomenon, and clarification (292). It is essential that the researcher remains with a
phenomenological attitude during the interview process (292). Therefore, I aimed to remain
within the phenomenological attitude through active listening, being conscious of my
presuppositions, and engaging in reflexive critical dialogue with myself before, during and
after interviews. Remaining faithful to the descriptions of the participants' experiences and
acknowledging that this is how they describe their world enabled me to be consistent with my
epistemological position and maintain a fundamental level of validity for my research
(150,292). Below, I explain how I structured my interview questions around Bevan's three
domains. It is important to note that not all questions were asked to all participants, as

questioning was based on their disclosures.
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I initially structured the questioning around the participants' life world to gather information
regarding the context in which the participants’ experience gains meaning (266,292). I used
Ashworth's (2016) notion of lifeworld fractions to assist me in articulating appropriate
interview questions for this step (150,271). Among other writers in phenomenological
psychology, Ashworth offers an account of the essential features of the lifeworld that can
contribute to the meaning of any experience under study (150). The following eight fractions
can be regarded as a basic structure of a person's lifeworld: Temporality (the temporal flow an
experience is lived through); spatiality (the geography of places an experience takes place,
including not only physical places but also social norms) embodiment (the feelings about a
person's own body); project (the person's ability to carry out essential activities); discourse
(the terms employed for the experience's description including surrounding cultural forms);
moodness (the affective context of the experience); sociality (the individual's relation to other

people); selthood (the individuals' social identity and sense of agency) (271).

I used descriptive, context and narrative questions to explore each lifeworld fraction (292).
An example of an interview question aiming to elucidate the temporal flow of events in the
lives of the caregivers, from the starting point till the time of the interview, is: Can you
describe the events from your spouse’s/partner’s incident to nowadays? That open-ended
question was also the initial question for all the participants, offering them a broad field to
describe their experience (266). According to the participants' descriptions, I kept mental

notes for transitioning to the following appropriate questions.

In the second step, I aimed to apprehend the phenomenon by exploring its modes of
appearing, as the phenomenological method posits that experience is experienced in many
ways (295). Additionally, the experience is not limited to the caregiver but involves other
people's experiences, which I needed to investigate (292). For example, in my study, a
caregiver might experience a caring activity, like bathing the care receiver in many ways, for
the first time or as a part of the daily routine. I asked more descriptive questions to uncover
these modes of appearance, such as asking the participants to describe typical days of
providing care. Once I had the participants' descriptions of events and activities, I
supplemented descriptive questions with structural questions to elicit clarity (292). Structural
questions helped me avoid explanatory or premature interpretations and remain within the
phenomenological attitude (292,296). The following is an example of how I employed

descriptive and structural questioning in my interviews: *’ You mentioned that you worry for
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your husband. Could you please describe what you mean by being worried? Can you

describe what you do when you are worried?

In the final step, Bevan proposes a novel approach to phenomenological interviewing linked
to Husserl's notion of imaginative variation (292). Using imaginative variation, the researcher
varies a given phenomenon freely in its possible forms to uncover invariant parts and clarify
its structure (228,292). Bevan suggests that imaginative variation can be applied in the
phenomenological interview by asking hypothetical questions like presenting the subjects
with a different scenario or actors from what happened (292). Imaginative variation is used in
phenomenological studies to analyse interview data (266). However, using it earlier in the
research provides clarity, makes the interview process more dynamic, and adds consistency
and credibility to the research because the phenomenon is varied with the respondent, and
therefore, its structure is context bounded to his perspective (227,292). In my study, [
developed the variation questions during the interviews based on the participants' descriptions
through active listening. However, given the focus of my study on gender, one common
variation question I made to the participants is: “’If you were another gender, would you be,
act or provide care differently? If yes, in what respect would you be different?”

Following other studies to assess gender identification, assumed gender differences were
ascertained by open-ended questions (297). This procedure has three advantages as the
participants have to produce rather than merely recognize gender traits; they list those most
salient to them and are free to ascribe as many positive or negative traits to each gender as
they deem adequate (297). In a second step, gender identification was assessed by exploring

the identity relevance of one’s gender using the imaginative variation question quoted above.

Data analysis

Phenomenological psychological data analysis steps are overall similar for all psychological
phenomenologists (49). I chose Giorgi's descriptive phenomenological psychological method
because it provides explicit and systematic analysis procedures, characterised by thorough
descriptions and commitment to psychological life by clarifying its processes, meanings, and

general eidetic structures (191,274).

By modifying Husserl's method to be useful for psychology, Giorgi provided a discovery-
oriented method of analysis that ensures scientific rigour and the phenomenological status of
the study (191). The first modification introduces the practice of phenomenological

psychological reduction that leads to the exploration, not of a transcendental subjectivity as
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pure consciousness but of psychological subjectivity as the way subjectivity lives the
experience of thematic objects (266). Assuming psychological subjectivity as being in the
world leads to the second modification of the Husserlian method that requires a psychological
perspective towards the experiences, regarded as manifestations of meanings expressed by
human subjects and thereby informed by their conceptual worldview (266). Finally, given the
discovery of a psychological and not a universal essence, the claim made by the scientific
method is only generality and not universality (266). Below I present how I employed
Giorgi's steps to analyse my data and the corresponding philosophical underpinnings

supporting its phenomenological character and scientific rigour.

Giorgi explicitly outlined four essential steps of protocol analysis: (1) reading for a sense of
the whole; (2) differentiating the description into meaning units; (3) reflecting on the
psychological significance of each meaning unit; and (4) clarifying the psychological
structure(s) of the phenomenon (191,260). In the first step, within the natural attitude, I read
the whole raw data without any agenda or attention to the research phenomenon (191,274).
This stands for the phenomenological idea that the whole of an object or state of affairs
(situations) is irreducible to its parts and goes back to the rationalist philosophers, who
believed that certain truths are knowable a priori (256). I read all the transcriptions with an
openness to all details to get a sense of the whole. Acknowledging that the whole is greater
than the sum of its parts was essential to keep the raw data intact during all data analysis steps
(295). Ending this step, the method for the rest of the analysis required me to assume the
attitude of the phenomenological psychological reduction to establish this study's

phenomenological perspective (191).

In the second step, within the phenomenological attitude, I moved on to discriminating the
parts of the whole raw data referred to as meaning units (191). I reread the description, and
every time | experienced a difference in meaning, I marked where I perceived the difference
and continued to read. I marked each meaning unit with a numerical identifier and ended it
with a hyphen (-) to distinguish the meaning units (191). According to Giorgi (2009), where
the meaning units are delineated is not definite as different researchers may place the
meaning units differently in the same data, which does not affect the quality of the data
analysis (191). During this stage, I did not interrogate the meaning units as I aimed to accept
the phenomenon as described by the participants (260). To keep the whole raw data intact, |

created a document for meaning unit analysis with superscripts of the participants' numerical
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identification and three columns. I copied the meaning units intact to the left column with

their corresponding ascending numerical identifier.

In the third step of psychological reflection, I transformed the meaning units into
psychologically sensitive expressions (191). Additionally, through imaginative variation, I
determined the constituent parts, essential meanings, of the general structure of the
phenomenon under study (191). First, I transformed the naive descriptions of each meaning
unit into descriptive expressions in the third person that highlighted the psychological
meanings lived by participants. The psychological reflection at this point was necessary to
explore the phenomenon at an individual and worldly level to practice science and not
philosophy (191). This transformation of the meaning units had a dual function. It expressed
the meanings directly concerning the participants' psychological individual experience,
integrated the various descriptions, and generalised the meanings using psychology-sensitive
language (266). However, as Giorgi points the procedure is challenging as the researcher
cannot avoid being biased towards his psychological perspective, his individual
psychological experience (191). Therefore, remaining within the phenomenological attitude,
by acknowledging the assumptions that I bring in the data and by being disinclined to any
explanations of cause and effect, I reduced my individual experiences to a part of the
phenomenon and remained faithful in my description of the psychological meanings inherited
in the participants' descriptions. This psychological reflection in the data finally led to the
discovery of a psychological and not universal essence in which the content and context are
essential (266). I developed the psychological-sensitive expressions and placed them next to
the corresponding meaning units in the second column. To achieve credibility, I immersed
myself in the data, reading back and forth the whole data and interpreting meaning units

consistent with the experiences as narrated.

Then, I discovered and named the constituent parts of the intentional psychological acts
inherited in the transformed meaning units (191). To present the procedures I followed
explicitly, first, I clarify the meanings of the phenomenological concepts ‘constituents parts’
or ‘moments of a structure, and then I explain how I discovered those ‘moments’ in the data
by naturalising imaginative variation. According to Husserl, an act is, as explained, a
psychological process of an experience directed to an object containing an object (256). Acts
can be positing acts, affirming the object as existent such as acts of perception or memory,
seeing, remembering, and non-positing, presenting the object in a modified form with no

assurance of actual existence, such as fantasy or imagining (191,256). Act quality, such as
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perceiving, loving and object, matter, states of affairs, or other objectivities, comprise two
different but non-independent constituent parts of the whole intentional lived experience
(191,256). Those constituent parts are what Husserl called ‘moments’ of a structure and
become meaningful only in relation to the overall meaning structure showing their
interdependency (256,295). This interdependency between the constituent parts and the
whole gives rise to the notion of empty intentional acts in which constituent parts can also be
‘absences’, in which the object is not given with physical presence but is implied in relation
to the whole structure (295). Empty intentional acts intend or symbolise the object in its
intuitive absence in the world, such as the awareness that I live in a city while in a room
(256). The moments must be contrasted to ‘pieces’, which are independent parts of the

structure and, therefore, non-essential and can be detached from the whole (191,295).

In the philosophical method, the phenomenologist discovers the essential constituent parts
through imaginative or eidetic variation central to Husserl's methodology for allowing the
phenomenon's essence to manifest itself as the structure of its essential possibilities (258). By
abstaining from acceptance of the objects' existence, the phenomenologist varies the
constituent parts of the object, matter or state of affairs in the realm of as-if while retaining

the perceiving element in the act, act-quality, to discover all its essential features (256).

However, imaginative variation in phenomenological psychological research is challenging
as the researcher approaches the phenomenon from a third and not a first-person perspective
(150,298). To practice imaginative variation in empirical studies, the researchers need to
acquire a variation of an experience that starts with the participants' recruitment stage (298).
Therefore, I purposefully selected a diverse sample of participants to approach the
phenomenon from varied perspectives and operationalised imaginative variation in the

interview process where the phenomenon varied with the assigned participants' perspectives.

Finally, at this step, I operationalised imaginative variation by being in a constant dialogue
between the parts and the whole that allowed me to examine the constituents for their
interdependence as parts of the whole psychological structure to determine which are
essential constituents, moments and which were accidental, pieces (191,295). Given the
qualities of the constituents parts described above, I assumed the following: on identifying
constituents parts, I assumed that they could not be independent of each other, but they were
necessarily part of the whole structure. In naming the constituent parts, I did not merely label

nominal acts, naming matters or complex states of affairs, for example, ‘fear’ or ‘unknown

56



future,” but instead, I named the constituents in a descriptive way of their psychological
meaning, such as ‘feelings of fear for an unknown future.’ I also assumed that constituents
parts could also be absences, meaning that although they are not apparent in the data, they

were contextually implied by the sense of the whole

By remaining in the phenomenological attitude and practising eidetic variation, the aim was
to discover the invariant aspects of the participants' experiences that belonged to the general
psychological structure of the experience of gender (191). I discovered and named the
constituents and placed them next to the transformed meaning units in the third column with
their corresponding numerical identifier. Therefore, in the last step, I proceeded to a
meaningful integration of the constituent parts of the participants' experiences that provided
three major psychological constituents revealing the psychological structure of the experience

of gender among caregivers (191)

Ethical considerations

All research activity in this study complied with the Declaration of Helsinki, followed good
practice guidance (EU Reg no. 536/2014), and adhered to the Charter of Fundamental Rights
of the European Union, 2000/C 364/01. All participants provided informed consent
(Appendix 2). All activity with participants was subject to formal ethical approvals. All
copies of ethical approvals were made public. This included: the scope and purpose of the
research, templates of the informed consent forms and information sheets, participants'
recruitment procedures, data collection procedures, issues of anonymity and confidentiality in
research, safety and assessment and management of risk, data management plan and

dissemination.

The rigour of the study

Many perspectives exist on the procedures for establishing rigour in qualitative research,
while critical in assuring and evaluating validity is acknowledging the particular study’s
purpose, philosophical underpinnings and research paradigm (192,281). Based on Lincoln
and Guba's recommendations, to establish the rigour of this phenomenological study, I
focused on four areas: (a) credibility, (b) transferability, and (c) dependability and
confirmability (287).

The credibility issue for qualitative inquiry depends on a fundamental understanding and
appreciation of the philosophical tenets of naturalistic inquiry, rigorous techniques and

methods for data collection and analysis and the researcher's credibility (281).
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The theoretical commitment and understanding of the assumptions underpinning qualitative
inquiries have been ensured in this study by providing a clear description of the theoretical
concepts governing naturalistic research methods, specifically phenomenology. Credibility is
achieved in this study by demonstrating consistency across the research paradigm,
epistemological position, methodological framework, and methods and showing how they
best serve to approach the study’s phenomenon that is articulated in a phenomenological

concise and transparent way.

Methods followed to ensure credibility involves a purposeful sampling with reference
limitations inherited in this strategy and sufficient engagement in the interview process
combined with continual observation, phenomenological structured interview protocol with
the employment of bracketing focusing on the participants' descriptions and use of
imaginative variation (192,281). Reliability in the transcription is achieved through sound
quality recording and accurate, detailed transcription of the recording after the interviews,
indicating the pauses and overlaps and including observations and reflexive notes (192,299).
Credibility in data analysis is supported by following the procedures recommended by
Giorgi, characterised by a commitment to phenomenological methods to describe
psychological life by clarifying meanings and eidetic structures (191,192). Eidetic reduction,
imaginative variation, followed a process of navigating back and forth among all the
transcribed data, focusing on reducing the inessential data and conveying the overall essence
of the participants’ experiences. Data was investigated for polarisations, negative instances
and cases that did not fit within the patterns but were maintained as part of the analysis,

providing critical information and contributing to the emergent constituents (192,300).

This study used a multi-faceted approach to defend the findings against the investigator's bias
(287,300). The study’s committee members acted as reviewers, examining the data and
checking on selective perception and blind interpretive bias. I kept notes of these meetings
(287). The integration of various theoretical perspectives was employed to elucidate further

how findings are affected by different fundamental assumptions and premises (281).

The credibility of the researcher is dependent on training, experience, status, and presentation
of self by clarifying the researcher's bias from the outset of the study so that the reader
understands the researcher's position and any assumptions that may impact the inquiry
(192,281). Therefore, in the introduction, I comment on my professional and educational

background, values and orientations that have potentially shaped my approach to this study.
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Transferability focuses on the theoretical generalizability of research findings determining
their applicability to other similar individuals, groups, or settings (285). A strategy I used to
establish transferability is to provide a dense description of the population studied with
detailed descriptions of demographics such as age, sex, ethnicity, spouses’ needs, years on the
caregiving trajectory and occupation, aiming to enable readers to determine whether the
findings can be transferred (192). However, repeated study methods in other contexts and
with different researchers and participants might yield different results as qualitative findings

are highly context, time and case-dependent (281,301).

Dependability refers to the consistency and the degree to which research procedures are
documented, allowing someone outside the research to follow, audit, and critique the research
process (302). Strategies used to establish dependability in this study are a clear description
of the purpose of the study, a detailed description of the research methodology, methods, data
collection and analysis and the evaluation of these steps by the study’s committee.
Confirmability refers to the extent to which the findings do not derive from the researchers'

motives or biases but are linked to the data (285,287).

Confirmability for this study is established by maintaining a self-critical attitude about how
my preconceptions affected the research understanding. After each interview, I wrote notes
regarding my feelings, biases, and insights, ensuring that I remained faithful to the
participants' descriptions asking for clarifications and examples and allowing them to lead the

direction of the interview.
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CHAPTER Il1. FINDINGS

This chapter presents the findings that emerged from the rich and varied narratives of the
eleven spousal caregivers of older people undergoing rehabilitation who shared their
experience of gender. Analysis of the recordings and the transcribed narratives provided by
the eleven participants revealed the psychological structure of the experience of gender
through three structural constituents presented below: 1) Applying a normative standard in the
constitution of the self as a gendered agent, i1) Rupture of continuity of the gendered sense of
self and 111) (Re)constitution of the self as a gendered agent. Finally, the psychological

structure of the experience of gender is presented.

The findings include direct quotations from the participants in this study. For anonymity
reasons, the participants are quoted as (mp) for male participants and (fp) for female
participants, followed by a case number according to the chronological order in which the
individuals participated in this study. All the participants in the study self-identified as men or
women. The terms man and woman are used in this study to refer to the gender identity of the
participants as the participants construct it. Quotations are presented in italics based on the
length of the quotation. Quotations of fewer than forty words are presented in quotation
marks within the text of the paragraph. Quotations of forty or more words are presented in a

block-intended quotation.

[) Applying a normative standard in the constitution of the self as a gendered agent

For the participants in the current study, the construction of gender is sexualised, directly
linked to a socially and culturally defined 'natural' state for their sex category within context.
They perceive the distinction between males and females as physical, impacting and shaping
the whole person. Assuming heterosexuality as natural, they regard the creation of a family as
a divine obligation and an essential condition for achieving full personhood. As one of the
participants notably claimed, "God created us to have a family. This is the destiny of
humanity. You now see a bunch of young unmarried people. I do not know their aim in life”
(mp2). Through the heterosexual marriage institution, the participants' gender identity is role-
fulfilled and becomes acceptable and recognised within society. Males are identified as men,
recognised in the role of the husband and head of the family, with the additional
responsibility of the family's economic survival, whereas females are identified as women, as
something different, other, recognised in the roles of wives and mothers. As one participant

described, "The man is a man. The man is for outside chores. For home is the woman (mp6).
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Another participant also claimed, "The men do their chores out of the house. Always the

woman is at home and with the children. The woman is other"” (fp9). The distinction from
women for avoiding any potential role reversal and the blurring of clear boundaries that it
implies is mandatory for men to preserve their head of the family status and not withdraw

themselves in the role of nurturing and caring. The following comment is indicative:

1 took my child by the hand when he was 5-6 months old, and what did my mother tell
me? It is a disgrace! Do not do it! The children are to be taken by their mother by

hand! She considered it derogatory for the father to take the child by the hand. (mp6)

The overwhelming sense obtained is that the participants' accounts are informed by a distinct
and oppositional view of gender involving the alignment of biological sex, gender identity,
and gender roles. Recognition of gender identity with the role of the marriage partner assigns
different responsibilities and liberties to gendered subjects. In this study, men designated to
the role of the breadwinner are active agents in the social and political realm. In contrast,
women are designated primarily to the essential but devalued role of nurturing and caring

within the home.

For the participants, strictly monogamous marriage acts are acceptable, and proposals of
actions that depart from the conventional view of the traditional family structure are
automatically rejected. According to one participant's description, "I had a friend whose wife
had died, and he married another woman. Other children with one, other children with the
other, chaos, chaos" (mp6). Another participant also pointed out that with his wife, he "went
through poverty, building a house for the family" and continued claiming that "another
woman would only want money to go for walks" (mpl), possibly implying that another
woman outside the first marriage would act selfishly, immorally and not for the common
interest. In this monogamous domestic sphere, suppressing women's knowledge, thoughts,
and emotions appears to be a precondition for men to maintain the head of the family status,
rendering women compliant companions. One participant stated, "If my wife's opinion is
correct, I might hear her, but if I believe that what she says is not right, I do what I deem
right" (mp2). Another participant added, "Sometimes I tell my wife to go to hell, but it is not
something serious" (mp6). As such, little girls learn from a young age to conform to the
demands of men to feel secure, loved, accepted and worthy. Through devaluation and

guidance of sexual and gender orientation, the girl child is deprived of the intention and
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autonomy to realise herself according to her will. As characteristically mentioned by a

participant:

1 did a lesson for my granddaughter: you are 15 years old. You will get married in five
vears, and the man will return from work and not find food. Once he can forgive you,

he will tell you next time: go back to your mother; you do not know anything! (mp2)

In the participants' accounts, the heterosexual marriage institution, blessed by the

Greek Orthodox Church, functions as an organising principle in life that drives a mechanism
of generating gender capital that legitimises gender identities, gender roles and gender
hierarchy through socialisation. This mechanism assumes a ‘normal’ mode of sexual
orientation and assigns individuals different tasks, responsibilities, behaviour expectations

and allegedly psychological traits based on biological characteristics.

Being the ruler of themselves within their household and bearing the role of the breadwinner,
men are building their agency possibilities out in the public realm. One participant said, "The
man must be a competent breadwinner" (mp1). Other participants complemented, describing
the ideal man as "peaceful, not cunning"” (mp2) and also "right, decent, a man who is looking
at himself and not what the other person is doing (mp3), and by being always right this
enabled "success in life" (mp3). Understanding the ideal manhood to be worthy of esteem and

respect, being honourable is the identity-bestowing criterion of men's worth.

Respectability is a critical aspect of the construct of honour. The concern for reputation
motivates men to behave virtuously, maintaining their self-esteem, their subjective sense of
personal value and trust in their attributes and capabilities. One participant said, "I have had
respect in my work, and even today if I see them, they will speak to me respectfully” (mp3).
Another participant added, "My friends call me, and I tell them: guys, I have work to do. And
they respond to me: are you still battling? Still combative, I say!" (mp6). The underlying
sense of honour corresponds to a set of personal values that build their capacity to act as
respectful, autonomous moral agents in a community with other autonomous moral agents.
The participants' construct of honour consists of their continuous struggle to build the
material prosperity of the family collective, on being independent by exhibiting physical,
mental, and emotional toughness without showing vulnerability and most importantly, on
voluntarily conforming to fundamental codes of good citizenship practices as fairness,

prudency and impartiality by consciously preserving sufficient restraint upon passions and
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desires and through self-discipline to be able to act for the sake of the common good of the

humanity. As one of the participants stated indicatively:

Nowadays, there is no purity as in the past, love, dignity or humanity! I have done the
business myself, but now it is my son's. And I am here, helping him. I am not sick; my
mind is healthy. I am still strong. I am perfect! I have never been to a doctor. I am
fearless in my work. I have always been a conservative. I do not smoke or drink; I do

not stay up all night. No one is imposing these on me, however. (mp6)

Thus, the construct of honour provides a prescriptive set of values and rules for behaviour
and a guideline for organising their social interactions exposing men to what is proper.
However, preserving that these guidelines reflect principles to which they personally choose
to abide as they have the rationality to discern right from wrong, they preserve their
autonomy and claim their status as autonomous moral agents for which recognition by other

agents is essential.

Bearing the role of the mother and the wife, being valuable is the identity-bestowing criterion
for a woman's worth in the participants' accounts. The core sense of being valuable amounts
to being needed by others by nurturing and caring for them, placing their needs first, and
being a successful housewife by running and managing the family's home tirelessly. A

participant stated:

I provide care to my husband, as I did to my father, and when I got married, I was
saddened to leave him. [ was caring for the elders, and I was nurturing the kids. And
this house 1 fixed it. You can see the courtyard that I have with flowers. Now it is a
great house. I have never had a maid to help me. Now I do not have as many chores

as when I was young. I want, and I do them. (fp9)

According to other participants, being valuable is also of being of great importance, "the
woman offers everything" (fp8), or service to others, "women in life are in the service of
others, to tell the truth now about it (mp3). Other participants added that it involves further
the essence of pleasuring others, making their lives agreeable by being the embodiment of
love and compliance. According to one participant, "The woman is always next to the man
and the child because of her love for the family" (mp6). According to another participant, a

woman must "be a good woman to communicate with her. Not being an egoist (mpl).
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Based on their reproductive biology, the women's worth as being needed by others is thought
to be given to them by nature. According to a participant, " The woman is in you. It is in the
nature of a woman. It is the woman's position" (mp6). By apprehending the nurture and care
provision as women's nature and position, women are held liable for their behaviours that
may impact the well-being of the family's members and are solely accountable for the
children's nurture and the general family's viability and stability. According to participants,
women "are responsible for the children's behaviour” (mp2), and "when a woman is right,
she must stand by her family (fp8), and the woman "will make food and do things if she is
right" (mpl). Another participant resembling the woman as “roof of the house" he supported
that, "If the woman is not right, there may be a problem to the family edifice" (mp6). As
childbearing, caring, and nurturing are considered natural, they are perceived as an end in
itself, a self-realisation point and conclusion of the feminine gender identity. Women who do
not fulfil this purpose and do not comply with this constructed normality lose the status of the

ideal woman. One participant characteristically stated:

I know a young woman whose husband died and did not marry again because, as she
said, why should I marry now after I have children? The lady is perfect! The man
escapes a little; he may arrive home an hour late. But the woman does not do this. We

talk about women, not for those who work at the café bars." (mp6)

In the participants' accounts, the woman's worth encloses an instrumentality as women are
viewed as serving other people's needs, caring, housekeeping and pleasuring justified in their

reproductive biology and realised in the roles of the mother and wife.

This instrumentality of women's worth, summarised in the roles of the wife and mother, is

perceived as a valuable gift from the grandiosity of nature. Notably, a participant claimed:

The woman has all the gifts. She is both a wife and a mother. She has all the gifts. |
admire all women. What else can I say? Because women are valuable. They are not
afraid. Women do not give up. Men in the slightest problem are fearful. While women

are dynamic. (fp4)

Perceiving childbearing, caring and nurturing as a gift from nature, this gift is what
particularises and defines women; therefore, in achieving this end, women feel empowered,
worthy and proud. For example, another female participant stated," I care for my husband.
Like a woman I am, I can do such a job (fp5), and another one added, "It is easy for a woman

to provide care because she did that with her children (fp8). Other participants proudly
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stressed that women "fake care of the men! The men cannot take care of the woman!" (fp9).
Apprehending care provision as something women do entirely voluntarily, men are excused
from the perceived owned feminine activities. According to the same participant, " We
(women) have taught the men to abstain from household chores! What can men do to you?
Well, they cannot do anything!" (fp9). Another participant added that when in the past she had
a surgical operation and needed care, she hired a woman carer because, as she said, "I do not
know if he would provide care. If he could (fp10). For another participant, the "men cannot
provide care no matter how much they want to. They are stressed (fp8). Engagement with
caring activities is conceived as intrinsically unnatural for men. For example, one participant

in the study, when asked about the care provided to his wife, he stated:

As a man, morally, of course, I support my wife. But physically, I do not. I cannot do
the laundry of my wife's underwear. I cannot. So, it is not bad. From within, I cannot
deal with these things, with kitchens and dishes. I cannot. I do not underestimate the

woman, but I cannot. (mp6)

In the participants' accounts, assigning gender roles involves beliefs about what is appropriate
for each sex within context that, in turn, affects the beliefs about what characteristics define
men and women. These corresponding personality traits shape the participants' perception of
what women and men can or cannot do and, ultimately, what men and women are. Within a
view that focuses on what differentiates the two sexes, care and nurturing are the defining,

descriptive traits that differentiate women from men.

By asking the female participants in this study the meaning they give to the concept of
'woman’, the participants did not outline the concept independently of the existence of men.
Instead, they defined the concept of "woman" relationally to man. The following response is

tllustrative:

As a woman, I love to have next to me a man who loves me, respects me, does not talk
to me badly, and does not offend me. That bothers me. That may kill me. A man who

cares for me to show me his love. (fp10)

The instrumentality found in women's worth to be successfully realised requires the women's
acts to be recognised by men. Women's needs, capabilities, and desires are confounded by
being dependent on the recognition by men, leading to the women's selthood and planning
agency to be absorbed into that of men. Even if unconsciously, the female participants in this

study perceive womanhood as relational and valuable but also as dependent and objectified.
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Summary of Constituent |

The experience of gender for the participants in this study, spousal caregivers of older people
needing rehabilitation, relate to their anticipated required roles as sexed subjects marked by
the organising principle of the heterosexual marriage institution. These role claims are
considered normative by showing that gender consists of specific evaluative criteria of being.
These criteria involve essences, concepts and exemplars of appropriate gendered behaviour,
reflecting beliefs of what is appropriate and acceptable to believe and intersecting with age,
religion and citizenship ideologies to justify actions about moral uprightness and personal
wellbeing. These constructed boundaries of what is essential and required and the range of
possible actions within these boundaries sequentially create a sense of agency, self-
determination and commitment to individuals to successfully enact their reflective
understanding of their gendered selves in everyday life. This creates awareness of their
embodied abilities and attributes and partially explains how they understand, organise and
partake in hierarchies within their social relations. Despite the gender norm imposing
constraints on the study's subjects regardless of their self-perceived gender identity, the
heteronormative belief that people are divided into distinct and complementary sexes with
natural roles in life disproportionately and adversely affects women. While manhood portrays
men as honourable and autonomous agents, womanhood depicts women as valuable but

heterospecific and dependent ones.

I1) Rupture of the continuity of the gendered sense of self

When confronted with their spouse's abrupt and physically debilitating illness, the male
participants in the current study experienced a subversion of the gender normative standard
that, until that point, shaped their behaviour. In a primarily melancholic mode, they remember
the past involving high levels of independence, access to the daily rhythms and routines
associated with manhood, bread-earning privilege, and abstinence from stereotypically
feminine activities. When asked the participants about the differences in their life now and in
the past, one male participant responded, "Our life was normal.... Before I was independent, |
was not dealing with household chores. Now I do them all. I am a slave" (mp2). The male
participants experienced and described caregiving as in-home incarceration that bounds their
identity performance into a limited space depriving them of their right to operate as
independent agents and equal members of the social category of men that offered them self-
worth. The following excerpts of two male participants are indicative of the feelings of

exclusion and imprisonment, loss of control and meaning in life:
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Before my wife got sick, I was more in control. I have had a pension for ten years and
am now stuck with the woman. I do not go anywhere. I am locked up. My life is now

over. What else to do with my life? (mpl)

1 think of many things I could and could not do because I lack space. I am in prison.
Get out on the balcony, get in again. The psychological burden torments me. What to
do? Where to go? It is too much too heavy this thing for a man. That is it. [ have been
excluded. (mp3)

The male participants understand their caregiving duties as emulating heteronormative
femininity that suffocates their subjectivity. By feeling their body restricted and deprived of
habituated and recognisable acts, their present ceases to be a structure of meaningful
experiential possibilities. Apprehending the deprivation of their independence as losing
something constituting self, their awareness of their self as a continuous embodied identity in

time collapses.

The male participants subjected to the limitations of the internalised masculine construct
responded with anger to the deprivation of their independence and subsequently increased
physical and emotional arousal. Their anger panders an alternation between blaming oneself
and blaming others. They attribute the source of these negative feelings to their caregiving
role, as they regard it as an obstacle to their right to independence. To neutralise their feelings
and claim psychological balance, they distance themselves from their caregiving role,
ultimately alienating themselves. Feeling estranged from their environment, they experience
desynchronisation moments with everyday life events, places, objects, and others. The

following excerpt from a participant is indicative of the feelings of alienation:

When I am out of the house, I feel good; when I am in the house, 1 feel stressed. I am
very angry. I am angry about the situation. I am locked up. Every day such things, 1
think. In the morning, I think of picking up the woman to make her coffee, tea or
whatever she wants or giving her medication every day. My mind is blurry. Sometimes
my brain gets foolish, and I want to get the cell phone, and I get the bread, I do not
know. I cannot explain it. So inside me, I suffer. I suffer, and I am alone here. Every
day is the same, every day. You understand I have anger. It is because I am blocked. |

do not react; I do not have what to do. I am beating myself alone, you see (ml).

The male participants encounter volitional paralysis and an inner dissonance, unable to act in

a committed way. In a state of alienation involving a solid sense of spatial estrangement, their
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tension of consciousness reduces to a lesser form of awareness, struggling to understand their
psychic processes. Acting on caregiving duties without egoic involvement, they lose the

feeling that they are the source of their actions.

For the male participants, the concern for reputation and respect and the avoidance of being
shameful is central to men's identity. One participant stated," If I leave my wife for another
woman, my children and my wife will spit on me, except that I do not do something like that
with anything"” (mpl). Withdrawing regressively into a private fantasy was another response
to resisting the deprivations of their bodily in-home restriction. They nurture intrusive escape
fantasies from their caregiving role, satisfying the unfulfilled desire for freedom. Feeling the
disconnect between their moral conscience and innate desires, they experience guilt that
motivates reparative behaviour, a drive to act to compensate for anger and impermissible

impulses. The following extract from a male participant is descriptive of this experience:

I could have left her to die on Saturday by not giving her oxygen. I might not be with
her. I might cook in the kitchen at a time her airway blocks, and thus die. I have been
told to take a woman carer twenty-four hours. No, I cannot do that. To have another
woman to be at home. If another woman is sleeping here, you will be tempted one day.
You will forget your wife because you are with someone else who gives you joy. On
Saturday, a fever began. Urinary retention. I did not take her to the hospital. No, no, |
am not going anywhere. I started antibiotics and then massaged her. Who sits to think

about these? Everything I do on my own. I have taken it upon myself. (mp3)

The male participants experienced an ambivalent state of inner conflict, whereby on the one
hand felt guilt for their forbidden desires and, on the other hand, pride for not acting on those
desires. Acting in favour of their innate desires is not a realisable option for the male

participants but rather something they view as alien, as wholly constituting another person.

On recollecting the past, the female participants feel nostalgic for the familiar, intact home
world involving a sense of normality through the performance of conventional gender roles
that they now feel as foreign, distant and unrecognisable. The female participants' accounts of
normality are given about their husbands' role as autonomous agents. Viewing themselves
through the lens of relating to their husbands, instead of restricting their sense of agency,

gave the female participants a sense of control and prosperity. When asked about the
differences in their lives now and in the past, one participant stated, "Everything has changed.

We were fine. He was a hyperactive man. Of course, I was behind him. We always did
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something he and I (fp5). Another participant stated, "he was working. I was not working. He
took care of us. He did not oppress you. I could go out with my girlfriends. I had my freedom

(7).

The female participants' alienation occurred when they began to see their husbands in a
different and contradictory position of the autonomous agent. The view of their husbands as
vulnerable and dependent on them inevitably threatened the female participants' sense of
control and normality. One participant stated, "Now I have no life. I am a prisoner. What to
do? Where to leave him? He shouts at me all the time. If I am not there, he feels insecure
(fp7). Another participant said, "I do not feel happy like before. I grew old ten years earlier
and got wrinkles. I feel myself being left behind. I do not want to attend weddings or

celebrations because I feel emotional” (fp4).

Present environmental and physical transformations are being likened to comparable
occurrences in the past, leading to emotional discomfort, as the individuals are unable to
comprehend the world except through the lens of familiar thoughts, actions, and behaviours
they relied upon. The sense of being imprisoned or trapped appears more temporal than
spatial, owing to the participant's fear that the transition to the desired state is not among the
world possibilities but also the experience of transitioning to a previous mother’s role of
captivity. To reclaim their psychological balance and a future with meaningful possibilities,
their desire is now the re-establishment of gender order. Characteristically one participant

stated:

1 do not know how the future will be. I am not a demanding person. Sometimes I tell
him: to become the man you were. I am nostalgic for how we used to be. I hope we
will be better next year. To take the car and go somewhere as we were going. These
are gone over. He wants to renew his diploma, but I tell him this cannot happen. But

deep down, I think: What will I do now? How will my time pass here? (fp5).

The view of themselves in relation to men leads female participants to make value judgments
about their lives based on their relation to men and increased dependency and to experience a
state of shared agency, an understanding of their acts, as embedded in a shared activity with
their husbands. Inevitably, restoring their spouses as autonomous agents is essential for the

female participants' sense of agency as this was always relational to their husband's agency.

The relational understanding of agency renders female carers to engage in significant

physical and emotional labour to respond to the caregiving demand. The female caregivers
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attribute this mindfulness they experience for their husbands to their perception of being
someone that necessarily oughts to help them live. One participant stated, "I feel responsible.
Do you understand? I feel responsible for being with him all the time. And to leave an hour, 1
have here my mind (fp4). Another participant said, " Little bit to hear him move, I jump up
because I have much anxiety and fear. I live in fear. The point is for me to be well to serve
him (fp5). Whereas before their husbands' illnesses, the female participants felt to have
greater power in their roles as wives and mothers by effectively sustaining their family's
viability, nurturing the children and caring for an autonomous man, now, caring for a
vulnerable man places them in a position of sharing his vulnerability and a lack of power,
control and capability to cope with the adverse situation. The female caregivers undergo a
state of restlessness, feeling their minds vigilant and prepared and, simultaneously, their
bodies defenceless and vulnerable. The following are excerpts from the participants'

descriptions indicative of their intrapsychic state:

First, [ am afraid because I am alone and must deal with a challenging incident.
Fear, anxiety, sadness. I lost 10 Kilos. Insomnia. I do not sleep. I take Xanax every

day. I do not take it out of my mind. I cry in silence every day (fp7)

I am taking Lonarid every day. I believe that sometimes I am exaggerating. Why
should I be so stressed when I see that we are doing well and that he is good? And yet,
1 do not know. I cannot escape this thing; I do not know why. I do not know why. It is
now in my body. It is my physical condition; I do not know. When a neurologist visited
us, he told my children: Take care of your mother because she is in a worse situation

than your father (fp5.)

As dependency is implicit, the female caregivers cannot consciously reflect on its effect on
their mental and bodily states, understanding it as a personality characteristic responsible for
depressive and anxiety symptoms. Self-objectified, the female participants attend to
themselves as alien objects of fear and mistrust that lack autonomy and determination to act

efficiently.

Summary of Constituent Il

The construct of gender situates the participants' cognition in understanding their self and
actions and understanding of the world and others, structuring a continuous, rational, and
coherent sense of self. Whereas in the past, the participants were successful agents of their

conception of gender, encountering the unexpected event of their spouses' illness and
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acquiring their caregiving role, they can not be active agents of that conception. The
disruption in the participants' cognition of a continuous gendered self paves a state of
alienation, an estrangement from the world previously perceived as familiar, characterised by
a disconnect between intentions and actions and an absence of meaning and motivation.
Under this state of alienation, the normative force of the internalised construct of gender is so
powerful that it is now experienced by the participants as an uncontrolled load of emotions,
desires, thoughts, impulses and bodily sensations, as a sense of impaired agency. For the male
participants, alienation appears to be instigated by a change in their masculine image, rooted
in now having a solid spatial element accompanied by feelings of incarceration, loneliness,
fear of exclusion and desire for freedom. For the female participants, alienation involved the
loss of the previous marriage's relational status. It appeared to have a temporal dimension
oscillating between the past and the future, accompanied by powerlessness and a desire to re-

establish gender roles and order.

1) (Re)Constitution of the self as a gendered agent

Male participants, deprived of the possibility of claiming their right to independence due to
the restrictions imposed by their caregiving role, employed other means to reconstruct
themselves as gendered agents. As honour is the bestowing identity criterion to men's worth,
the male participants reconstruct their masculinity on a status that can sustain and justify their
existence in the caregiving role; the status of a law-abiding citizen, a moral being among
other moral beings, and a male protector that is decent, reliable, virtuous and respectable. The
male participants reported caregiving as an obligation. One participant stated, "/ think it is an
obligation. You have an obligation to adapt to certain things, to specific needs. You cannot do
otherwise. Either you want it or not (mp2). Another participant stated, "I am obliged to do it
all. Otherwise, it would be a huge problem or a family disaster, "and he continued by
claiming that” there are difficult things, easy things, and things that you should not do (mp3).
For the male participants, living with honour requires sacrifice and self-denial supported by
courage and strength and acts that accord with duty have moral worth, whereas acts not
performed from duty but other motives such as self-interest or desires lack moral worth.

Indicative of the male participants' beliefs is the following excerpt:

She is my wife. I have an obligation. I respect my wife. I respect society. I cannot go
out to the community to leave my spouse inside alone, unable to go to the toilet. I will
never do that. I am a man. There are the good men, and there are the bad men who

are getting divorced (mpl).
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By apprehending caregiving as a duty, the male participants attribute moral worth to their
caregiving acts. Attributing a non-moral worth to alternative scenarios of actions prohibits
them from undertaking uncertain ventures that would possibly threaten their identity as men

and their honourable status.

By distinguishing themselves from other disgraceful men, the male participants establish the
significance of the moral worth of their acts. One participant stated, " Other men do nothing.
They leave their wives, but I would never do this. Of course, I feel good. I will fight it now
(mpl). Another participant also claimed that if it were someone else in his position, he would
have abandoned his wife, but he would never do such a thing because, according to his
words, "I cannot split myself into two parts. What I do, I want to do it (mp3). By
understanding their caregiving acts to rise from within, the male participants describe these
actions as a part of their will controlled by internalised ideals, thoughts and judgement
concerning right and wrong that drives them to act accordingly, preserving a high degree of

agency. Another participant stated:

1 feel I have to provide care for my wife. Not because of society, of course, but
because I have to do it. I look to do my duty as I should. I nurture positive feelings. 1
understand what I need to do. Okay, I like it (mp2).

The male participants apprehend their caregiving role as an essential part of their gendered
sense of self, rationalising their desires and impulses, and by regarding it as an end in itself,

they are determined to execute it.

Perceiving caregiving as a duty and holding themselves responsible for moral blame, the
recognition of their caregiving acts, beyond just praise and approval, has the distinctive moral
value of esteem, an essential element in the construct of honour. On asking the male

participants what other people say about them, two of the participants indicatively responded:

However, from what I am told, many people praise me. To say something bad,
someone must be nasty. What other can they say? Why do I cook, wash, iron, and
clean the house? What can they say? They do not have a bad word to say! They
cannot say that I mistreat my wife. I give her whatever she needs and wants. Some

even call me a hero. You are a hero, they tell me! (mp2)
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Everyone here wonders how a man can do all these things. They call me a hero, and
others call me a rock. God gave me strength, enlightened me, and cared for all these

things, and I wonder with myself. (mp3)

With the public announcement of their heroism, which encapsulates the traditionally
masculine attributes of strength, bravery, perseverance and, importantly, the self-
determination to go above and beyond what is typically expected, their gender identity as
masculine moral agents cease to be private, but it is actual and undeniable. For some male
participants, the heroic construction of their masculinity is inseparable from religion, as they

would not have become these ideal men without God's favour.

To reconstitute themselves as a gendered subject that affords their new caregiving role, the
female participants consciously deployed the resources found in their conception of the
feminine construct. The feminine identity criterion of being valuable prohibited the women
from approaching their caregiving role as something they dutifully ought to do but as being
responsive to others' needs. One female participant said, "I feel sorry for my husband now
because he was an active man, and he is sad inside. I am sorry for him because he cannot do
anything (fp4). Another participant added," It is a pity because he was a strong man; What to
do? To leave him at the mercy? I cared for my parents also, and I feel sorry for them as well

(fp7). Indicatively another participant reported:

If we were ourselves in this situation, would we like to be abandoned? I would never
do this. I provide care to my husband as a woman. To tell you that now I love him

more, 1 feel sorry for him. I hug, kiss, and say to him: do not worry. We are fine. (fp5)

The apprehension of the masculine self as autonomous and agentic and the feminine self as
compassionate, good soul and portrayal of fidelity and perseverance accompanied by lifelong
experiences of caring for others and preserving relationships prompted the female
participants to approach caregiving under the values of compassion and benevolence and with
a view of morality as a form of self-sacrifice. One participant stated that although she had a
problem with her hip that required operation when in hospital, she decided to ignore it to
provide care to her husband as she said to her doctor, "Here I am to care for my husband. I
am not here to look after myself (fp9). Another participant added, "/ do not want to remake my
life. It is enough that I am here with him, and we are going through it together. If he is well, 1

will be well, too (fp5). Characteristically another participant stated:
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I would say that you should sacrifice yourself to be able to help such a person in his
situation. I wanted him so much to stay alive that I was saying to stay alive, even
paralysed. I wanted that. I felt the need to see him. I do not know if this is selfish; 1
wanted him to stay alive. I will make one house room a hospital and provide it with
everything. I desperately needed him to remain alive, I did not think about what could

happen next. (fp10)

Notably, another participant, reflecting on her relationship with her husband before the
appearance of his illness, which included psychological and verbal abuse, believes that she

was saved as her husband can no longer mistreat her due to his illness. She said:

He drank a lot all his life and did not know what he was doing. Since he suffered this
incident, we are calmer. I was spared. And I thank God. Because I say to myself that if

he did not suffer the incident, we might have been worse, and bad things might
happen (fpll).

Female participants' self-sacrifice as a final act with no personal gain appears deceptive as
their motives were more self-interest oriented. Implicit dependency transforms their self-

sacrifice into a survival strategy.

By reflecting on previous caring experiences in life and placing their caregiving acts in the
structure of new motherhood, the female caregivers rationalised their existence in the
caregiving role, regarding it as an element of their character and their caregiving acts as
something they are doing voluntarily. One participant stated, "/ can pamper him comfortably,
wearing gloves. It does not bother me for a moment. I also had the experience of my father. 1
dare to do many things (fp10). Another participant said that she provides care as it is a” part
of her character" (fp8). Indicatively one participant stated:

Since I was 14, I raised my siblings and my children alone without help and learned
to fight alone without help and without expecting anything from others. I do not put it
down. They tell me: How do you endure? How do you do all this? I answer, what can
I do? As I have done all the years. What I did before, I do it now as well. Just now, [
am tied up, like having a baby. I felt strength inside me. I felt empowered. I do not

think about it as a burden; I do it of my own free will; I do not do it with indignation.

(fr4)
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The female participants achieved a sense of inner harmony by perceiving their new
caregiving role as a fundamental part of their identity. By evaluating themselves as successful

in their gender role demands, the women felt empowered, acquiring a sense of control.

Though the perception of the feminine identity defined by nurture and caregiving made them
feel empowered, the same perception led female caregivers to place their needs second to
their husbands and themselves in an inferior position, prohibiting them from declaring their

self-determination in the caregiving role firmly. The same participant stated,

1 do not care about myself. I only put on clean clothing or take a bath. I do not know. I
have neglected myself; I do not think about myself. I put myselfin second place. 1
gave up myself, I honestly tell you (fp4).

The construct of a feminine identity destined to nurture and care drove female participants to
an increased sensitivity towards others, decisiveness in their caregiving role, and an implicit
sense of guilt. On thinking about her life, one participant stated," I do not want to leave him
and say: whatever happens to him now, happens. I say it sometimes, but again I am saddened
(fr7). The instrumentality of being valuable drove female caregivers to attend to themselves
as someone whose feelings and thoughts do not need to be considered, involving a denial of
subjectivity. A participant reported, "Okay, I will be stressed sometimes. I may sometimes
think, why sit here? Why should I be like that? But I do not take it so seriously (fp8).
Apprehending that under different circumstances and opportunities, they would not have the
same motives and desires and not have made the same choices further undermines their self-

determination in the caregiving role. Another participant stated:

1 know a woman who could not provide care. She kept her job. And she had other
people who took care of him. I did not work; I did not have anything. I have left
myself in ruins. I do not deal with myself. Not even my clothes have been taken out of
the closet. I do not look after myself, and the whole day runs out of time to care for my
husband. (fp7)

It appears that achieving inner harmony did not constitute an actual benefit in the sense of
agency for the female participants in rationalising their new caregiving role. Even in
moments of reflection on questioning their internal thoughts and feelings and reflecting on
what they mean, women caregivers are left with no other option but to see themselves as

reduced agents as well as objectified.
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Finally, the recognition of the female participants' caring acts was centralised around
receiving recognition from their husbands, as one participant stated, "People say that he

should be pleased with the care I give." (fp8). Another participant stated:

My husband tells others that I am afraid and sometimes exaggerate in the care |
provide, but the others reply that I do very well and care for him so much. A
gentleman who saw me at the supermarket told me to make my cross that we are

doing well! (fp35)

Being acknowledged as doing something required of them by virtue of their gender and not
as doing something that transcends their capabilities, the recognition of the female
participants' caring provision involved praise for their effort and encouragement from which,

however, the women caregivers can not elicit esteem.

Summary of Constituent Ill

As rational subjects aiming for self-preservation, the participants in the study justified their
caregiving role by (re)constituting themselves as gendered agents. This process was a work of
reason involving the conscious use of the gender norm demands. Understanding those
demands constitutive of their sense of self, ‘ought’ became ‘can’ and ceased to be an external
demand but was perceived as liberating as a form of self-determination. The self-sacrificial
approach to the caregiving role involving acts aligned with the gender norm demands allowed
for increased worth gain as gendered agents. The masculine construct of being honourable
permitted the male caregivers to affirm their sense of agency in their caregiving role.
However, the resources available in the feminine identity construct of being valuable
prohibited the female caregivers from asserting their self-determination in the caregiving role.
In this process, distinguishing self from others and receiving recognition was essential for the

participants' gender identity to become stable and actual.

The Structure of the Experience of Gender and Agency in spousal caregiving: Normative

Constitution- Alienation — Reparation

The experience of gender, grasped by the participants at the time of the interview, comprised
of three constituents: applying a normative standard in the constitution of the self as a
gendered agent, rupture of the continuity of the gendered sense of self and (re)constitution of
the self as a gendered agent. The three constituents support an insight into the structure of the
experience of gender for the spousal caregivers as a normative diachronic identity in a

succession of phases: normative constitution, alienation, and reparation. Below is the
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description of each of these phases, along with an illustration of the psychological structure

of the experience of gender and its connection to the sense of agency for spousal caregivers.

As illustrated in Figure 3, in the spousal caregivers' accounts, time, mind, body, and a world
of intersubjectively agreed structures of normality constitute the temporal formation of their
gendered sense of self that provides them with a sense of agency while connecting them with
a familiar world. In the emergence of the caregiving journey, this spatiotemporal alliance is
subjected to a destabilisation perceived as a rupture of the gendered sense of self, paving an
alienation from the previously familiar world. The pervasive influence of societal gender
norms is experienced as a constraining force that limits individuals' agency. Overcoming
alienation necessitates deliberate reflection and active engagement in normative practices to

repair and readjust their self-perception as gendered agents.

The normative constitution of the experience of gender refers to the a priori normative
structures that govern the whole experience of gender in the caregiving journey passively
underlying the agents' intentional acts. These normative structures are a historical network of
interwoven forms of agreed regularities and ideologies of what is right or wrong, appropriate
or inappropriate, ‘normal’ or not, determining the primary experience of gender, which
continues later in social harmonisations providing individuals with a sense of a continuous
identity and allowing them to live in a shared, stabilised and familiar world. These normative
structures signify legitimate gender role occupiers and dictate the successful and unsuccessful
ways of responding to the role possibilities offered for action so that the individuals, by being
responsive to and evaluable under them, exist as legible gendered agents. Through
accountability and correction, the individuals actively regulate their actions according to the
gender norm, building their sense of agency as normative creatures. The structural integrity of
the experience of the self as a gendered agent is established on the awareness of the self as
continuous in time, on the relationship as gendered beings in the world and others, and
associations, non-reflective internalised and habituated gendered forms of perceiving and

acting in a pre-given familiar world.

Alienation involves an abnormal experience of the individuals' situatedness in the world as
gendered subjects and an account of impaired agency with the emergence of the caregiving
journey. On acquiring the caregiving role, the structural integrity of the experience of the self
as a gendered agent is fundamentally compromised as the individuals lose the continuity

between their past and present gendered selves. This disturbance in the experience of the
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gendered self as continuous in time is accompanied by feelings of powerlessness, loneliness,
and meaninglessness. The individuals no longer experience thoughts, feelings, or bodily
actions in the caregiving role as their own but as uncontrolled internal sources to respond to
the caregiver's role that impedes their sense of agency. Although the individuals assign this
sense of impaired agency to a rupture in the continuity of their gendered sense of self, this
sense of impaired agency in the emergence of the caregiving journey does not merely reside
in the lack of awareness of the self as a continuous gendered identity but precisely in the
powerful internalised normative force of the gender construct that requires individuals to
adjust their perceptions and acts, their situatedness as gendered normative beings in a world
that appears as alien. What the individuals describe is a reduced ability to act triggered by a
transformation of their gendered sense of self embedded in how they perceive the world,
showing that the structure of the experience of the self as a diachronic gender identity is not

fractured or collapsed but somewhat alienated.

Reparation involves a conscious engagement in normative reflections and practices
concerned with adjusting and repairing the diachronic gender identity that relies upon
incorporating the caregiving role into their gendered sense of self and gendering the
caregiving acts. The individuals apprehend the need to plan agency in relation to their relation
to a familiar world. For the caregivers to be the sources of their acts does not involve averting
the impact of their new caregiving role but rather being able to drive it in specific directions.
For the individuals to be recognisable gendered agents that successfully perform the
caregiving acts depends on their conformity to the norm of gender, and a caregiving act only
counts as a recognisable gendered act if it is performed under the demands of the gender
norm. In this phase, the individuals are involved in reparation and adjustment rather than
questioning or breaking the construct of gender. Referring to the intersubjective structures
that constitute gender normativity, they use the resources available to gender the caregiving
acts and repair their harmed identity. Moral self-conscious emotions such as guilt or pride
were crucial for the individuals to perceive the reasons to act, whereas self-sacrificial acts
allowed for an increased worth gain for their harmed gendered identity. In this phase,
distinguishing the self from others and anticipating social recognition was necessary to

establish the self as a gendered agent.
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Figure 3. The structure of the experience of gender in spousal caregiving.
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CHAPTER IV. DISCUSSION

The overarching aim of this dissertation was to explore how spousal caregivers of older
people undergoing rehabilitation experience gender within the Greek community. The
objectives to support the inquiry were a) to describe the gendered patterns of perception,
thought, feelings and behaviour of spousal caregivers, b) to investigate the normative
structures that constitute the experience of gender, and c) to explore the sense of agency in
the experience of gender. In this dissertation, I have used a phenomenological qualitative
method to investigate the experience of gender as culturally and institutionally constructed
and, at the same time, intentionally and subjectively lived. The phenomenological analysis of
the transcripts of the eleven participants recruited for this study provided insight into the
structure of the experience of gender for the spousal caregivers as a normative diachronic

identity in a succession of phases: normative constitution, alienation, and reparation.

Based on these findings, I have built the discussion around what this dissertation brings to
continued understanding of the effect of gender in the spousal caregiving trajectory, and I am
addressing that by relating my findings with current relevant research in caregiving but also
in psychology, sociology, philosophy, and the combined knowledge they produce. I examine
the potential contribution to producing new knowledge by discussing the practical
implications of the findings and providing suggestions for future research. Finally, I discuss

the limitations of this dissertation and provide concluding remarks.

Phase I

In phase one, normative constitution, it is seen how the participants' gendered subjectivity
develops within a culture implicitly permeated by heteronormative principles. In the
accounts, it is seen that the participants invest in and reproduce institutionalised
heterosexuality by orienting their lives around the organising principle of marriage and

forming relationships of respectability and good citizenship among heterosexuals (303,304).

The participants' mental representations of gender consisted of two distinct gender categories,
women and men, encompassing specific evaluative criteria of being that formed the
archetypes and ideal members of each of the gender categories and against which individuals
were evaluated as better or worse examples of the category (305,306). For the participants in
the study, the perception of two separate and opposing genders was associated with the
‘natural’ roles that match their assigned sex, making sexual orientation essential to their

conceptualisation of gender. Following this study's results, research confirms the far-reaching
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influence of sexual orientation on cultural representations of gender, showing that a common
thread across various disciplines is people's tendency to perceive sexual orientation as a
fundamentally gendered phenomenon (307). Per this study, research demonstrates
heteronormativity as an ongoing, situated, practical accomplishment that people orient their
actions entirely, suggesting how the individuals, in the course of accomplishing other
activities, routinely produce themselves and each other as heterosexual through practices that
include a heterosexual topic talk, identification of the other concerning terms as husband and
wife, and through the production of heterosexual couples showing that heterosexual parents
by assuming that their children are heterosexual, describe romantic and adult relationships to
children as only heterosexual (175,308-310). Taking this data together, we can assume that
gender and sexuality are inextricably tied together and inseparable constructs in the mind of

the everyday social perceiver (307).

By perceiving heterosexuality as a crucial element of their gendered sense of self, the
individuals organise their lives around the heterosexual institution of marriage in which
womanhood is fulfilled in the natural role of motherhood, and manhood is fulfilled in the
challenging and demanding breadwinner role. As in other studies, manhood is seen as a
precarious social status that is difficult to achieve and is tenuously held compared with
womanhood, which is viewed as resulting from a natural developmental transition is
valuable, but because it is ascribed and natural, it does not need to be achieved (311).
Following other research, the equation of manliness with the breadwinner role requires the
attribution of traits that suit the individuals to achieve their demanding role, whereas the
equation of womanliness with motherhood requires the attribution of traits that will allow

them to preserve their relationships and be good mothers and good wives (312).

The participants' view of traits belonging to men and women follows a general stereotyping
model found in many studies, showing the internalisation of culturally shared representations
of how members of gender groups are expected to be. Masculine stereotypical traits and
attributes tend to emphasise agency, dominance, decisiveness and boldness compared with
feminine traits and attributes, which emphasise communality found in the identity of the good
woman who is relational, emotional, pleasing, obedient, and silent; a woman who serves her
family by cooking, cleaning, and caregiving being happy and fulfilled by doing so, sacrificing
her own needs to cultivate and maintain relationships placing voluntary the needs of others

ahead of her own (313-315).
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The stereotype content associated with women and men in this study follows a
complementary structure found in various cultural contexts where women are stereotyped as
high in relatedness and interdependence but low in agency, while men are stereotyped as low
in relatedness but high in independence and agency (316-318). There are some indications
that complementarity is becoming a lesser part of descriptions of gender, with stereotype
content for women increasing in agency and competence, showing that while gender
stereotype content appears remarkably stable overall, the levels of agency and communion
associated with women and men can differ based on societal factors (319-321). Yet, the
stability and durability of basic stereotypes about how men and women are perceived to differ
persists, despite the changes in the participation and acceptance of women in non-traditional

domains, supporting the universality of gender stereotype content (314,318,322).

For the participants in this study, the stereotypical traits and attributes constitute the
evaluative criteria of ideal manhood and womanhood that act as the norm against which
group members are evaluated (323,324). Those who lack essential traits or withdraw from
required activities are still females or males but are not considered authentic or ideal women
or men (325). Research suggests that the hegemonic societal ideologies of androcentrism, the
tendency to define men as the prototypical exemplars of the human category; heterocentrism,
the tendency to assume heterosexuality as the normative standard of human sexuality; and
ethnocentrism, the tendency to define the norms of one's social group as the universal
determine which members of a social group are seen as prototypical members of that group
(326,327). Gender prototypicality in this study was largely determined by membership in
other social categories, such as ethnicity, citizenship and religion, creating an intersecting
web of normativity and non-normativity under which individuals were gaining value or
disregarded and marginalised (324,326,328). For example, in this study, a male, married,
Christian, breadwinner, honourable and law-abiding citizen was seen as an ideal man than a

lawbreaker, reckless, divorced or second-married male.

It is suggested that the appropriation of these gender roles default templates by encouraging
men to be powerful, controlling, and dominant and women to be relational and submissive to
men fulfilling their wants and desiring their approval are connected to, allow and normalise
the women's objectification as manifested in the instrumentality found in the being valuable

criterion of the feminine identity in this study (329,330).
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The appropriation of the independent versus relational stereotype had implications for the
male and female participants' sense of agency in this study. Under a sociocultural perspective,
psychologists based on the distinction between individualist/ independent and collectivist/
interdependent self-construals reconceptualise agency, distinguishing between actions related
to self-interest and communion (315,331,332). Agency, for individualists, is typically
constructed about privately held attitudes, preferences, and judgments, whereas for
collectivists, the agency is constructed about attitudes, preferences, and expectations held by
relevant others and is experienced as inseparably engaged and interdependent with others and
the surroundings (333,334). Indeed, as in this study, the literature shows the relational sense
of self as central to women's identity, with women's agency to be manifested as a relational

and collective phenomenon rather than an individual (335,336).

A critical insight in discussing the sense of agency for the participants in this study is that
agency as a core motive and capacity to perform actions that align with a person's conscious
goals and intentions is dependent on the nature of the relationship between individuals,
surroundings, other people and point of view (315,337,338). Considering context essential to
the configuration of agency and given that Greece has a long-lasting history of a collectivist
patriarchal mentality and a gender hierarchy that privileges men, it is expected that the
internalisation of independent, interdependent self-construals would have implications on the
individuals' sense of agency motivating differently men and women to act in that system
(339-341). As system beneficiaries, men felt motivated to act within the system and sustained
a high level of control and independent agency within the family collective

(45,173,342,343). On the other side, following other research, the internalisation of an
interdependent, relational self-construal, although by encompassing male-controlled
relationships, deference, and dependence subordinated the women's status in this study, it did
not negate their sense of agency, at least as the female participants understood their agency as
formed and given meaning within a particular set of relationships (336). As maintaining
interpersonal harmony was essential for the relational female subjectivity, being motivated to
act in a way that sustained the relational hierarchy was required to maintain the harmony of

interpersonal relationships (336,344,345).

By emphasizing psychological research concerning the prevailing stereotypical
representations associated with gender categories and the implicit assumption of
heterosexuality, one primary implication derived from this discussion is the necessity to

highlight that when individuals refer to women or men, they typically refer to heterosexual
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women and men (162). There is a vast amount of research conducted on gender differences in
caregiving, including gender differences in the experience of caregiving, time spent on
caregiving, duration of caregiving, types of tasks, role strain and conflict, satisfaction with
caregiving, reasons for providing care, caregivers' burden and psychological morbidity (33).
Consequently, the examination of the study's outcomes necessitates acknowledgement that
the extensive body of research on gender and caregiving may be predominantly applicable to
heterosexual individuals, emphasising this constraint on generalizability for researchers and
practitioners when employing gender categories of women and men in future research,

interventions, or communication with caregivers (162).

The findings emphasise that when researching gender in caregiving, it is essential to interpret
observations and findings within the structure of gender relations, the processes by which
division of labour and power shape caregiving behaviours, prioritising research and practices
that challenge, rather than perpetuate, gender inequalities in later life (121). Research on the
non-heterosexual population may explore how the caregiving experiences intersect with
sexual orientation and how this intersection influences their perceptions of gender, caregiving
dynamics, and caregiving roles (346). Exploring the stressors encountered and coping
mechanisms employed by the non-binary population can inform the development of targeted
interventions that foster mental well-being and resilience, addressing the unique requirements

of diverse communities.

Additionally, the findings highlight the importance of thinking about how cultural norms,
beliefs, and values mould the structure and content of the self, shaping independent and
interdependent self-construals and how these construals are incorporated and can coexist into
the self in various degrees shaping differences in the individual's behaviour in the context of
caregiving (334). Numerous research supports the thesis that individual differences in self-
construal can explain gender differences in various domains (347-349). What is important to
note again, however, is that the gender differences in self-construals in this study were
mediated by the individuals' tendency to ascribe stereotypical gender characteristics to the
self, supporting the notion that self-construals are variable and context-dependent rather than
inherently fixed and enduring (350). Given that we live in increasingly multicultural
societies, awareness of the differences between self-construals, however slight they might be,
may help practitioners better understand the caregivers' behaviours, stressors experienced,
and strategies to cope with the stressors (333). Lastly, the findings highlight the risk of

marginalisation of individuals at the intersection of androcentrism, heterocentrism and
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ethnocentrism, pointing to the need for the implementation of policies addressing equity-
sensitive interventions and communication strategies between practitioners and caregivers,
focusing primarily on caregivers who belong to sexual or ethnic minority groups, as each
group may have a unique relation to above ideologies and maybe differently marginalised

(162).

Phase 11

Phase II, alienation, involved the problematic separation of the subjects and their gendered
sense of self along with its objects, other subjects, trajectories, rituals and the subjects
themselves (351). The separation was problematic as long as the subjects perceived their
gendered self as ‘one's own’ belonging together in a natural and harmonious relationship, and
that relationship disruption was perceived as irrational, unnatural and wrong (351,352). The
problematic separations in alienation in literature are indicated and studied through various
alternative variants, such as social isolation, meaninglessness, powerlessness, and
meaninglessness (353). As in this study, feelings of loneliness, social isolation,
powerlessness, and helplessness for the caregivers articulated against a background of
relational deprivations, a profound sense of loss, disrupted life expectations, a feeling of life

being upended, and a perception of lacking future prospects (354-359).

Alienation, in this study, for the male caregivers involved the men's perceived inadequacy in
belonging to the community of men compared to the belongingness that they would ideally
desire to have that was instigated by a lack of psychological relatedness, lack of similarity, or
commonality, to the gendered self-concept accompanied by social isolation and
meaninglessness (360). Although male and female caregivers experienced social isolation in
terms of an objective decline in social interactions with the broader community, the
subjective sense of dwindling social connectedness, loneliness and not belongingness and

feelings of rejection were profoundly predominant among older male caregivers (361).

In line with previous studies, feelings of loneliness and not belongingness were connected to
the loss of the freedom to engage in desired social activities with other older men and
engagement in feminised caregiving acts that threaten their eligibility for gender-based
membership enhancing a sense of invisibility (361-363). Feelings of loneliness also involve
losing the companionship, closeness and intimacy they once shared with their spouses,
feeling alone even in their presence, and desiring male-specific emotional support (364,365).

Not belongingness induced a desire to exhibit control and maintain masculinity by taking sole
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responsibility for their spouses' care and providing a protective environment, leading male
carers not to seek external support as doing so would be indicative not only of inability to
cope but also of a failure to provide for their wives as husbands (72,99,103,363). Loneliness
manifested in desperation, sensitivity, emotional vulnerability, depression, boredom, and self-
absorption but also negatively influenced cognitive processes such as attention and emotional
regulation, with the participants describing a reduced ability to focus on tasks and resentment

and frustration (366—368).

Most widely, research on loneliness and social isolation studied those concepts separately, as
individuals can be socially isolated without feeling lonely or be lonely without being socially
isolated or experience both loneliness and isolation (369). In line with this study's findings,
however, research on the general population of older adults and isolation suggests that the
distinction between social isolation and loneliness may not be clear-cut as some of the
subjective correlates of loneliness may aggravate social isolation (370). Moreover, it is
suggested that loneliness, the degree to which one perceives himself as isolated, is informed
by personality and other individual-level characteristics and cognitive schemas showing the
significance of exploring how gender and other interpersonal characteristics are connected to
the subjective feelings of loneliness (371). The findings of this study demonstrate that the
gendered sense of self is not unrelated to the experience of loneliness but also to social
isolation. For the male caregivers, changes in their masculine sense of self are connected to
loneliness through growing a sense of exclusion and invisibility, reduced satisfaction in life
and strategies to maintain their masculinity, leading them not to seek support and thus

exacerbating their social isolation.

Research suggests that older adults have worse mental health only to the extent that they feel
isolated, pointing that older adults who can withstand socially isolating circumstances such as
retirement and bereavement or can adjust their expectations so that they do not develop a
subjective sense of isolation may fare better, concerning physical and mental health than
those who feel isolated (372). These findings deserve attention in the male caregiving
population as they point to the need to understand better how gender and its intersection with
other psychological or social factors may affect male older adults' appraisals of their social
support, companionship and belongingness that could direct implementation of strategies to
increase both social connectedness and the perceived availability of social resources among
male older adults (371,373). For example, primary prevention of loneliness is likely to

require action earlier in the life course, with work to preserve social networks with
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practitioners to encourage early uptake of support and to acknowledge older male spousal
caregiver's abilities in caregiving by planning the delivery of support collaboratively and to
help male carers to develop resilience for the upcoming changes in the masculine image.
Respite services, daycare, institutional care services or the assignment of a case manager as a
nurse to the caregiver and care recipient dyad may be beneficial in providing the male
caregivers with a temporary break from caregiving duties to be able to engage in desired

activities (374)

Additionally, the findings support research suggesting that gendered expectations and social
pressures on men must be acknowledged to engage men in psychological support. Male
carers may appear reluctant to accept support, but they may do so if they can do that by
maintaining autonomy and if support is provided in a male-centred environment (375).
Furthermore, the findings show that male carers' disrupted their binary representations and
gendered oppositions, as most reported highly emotional and traditionally labelled feminine
experiences of sensitivity and vulnerability. Therefore, the findings support literature
highlighting the need to consider the different ways men do masculinity in their roles as

caregivers and the various emotions they feel while assuming such roles (376-380).

For female carers, alienation involves the loss of happiness and prosperity related to the
performance of their traditional gender role of the housewife of an autonomous husband
accompanied by enhanced nostalgia for their previous life and connected to a sense of
powerlessness and poor mental health outcomes. The promise of a woman's happiness as
being located in the performance of traditional gender roles in marriage, motherhood, family,
and monogamy is persistently reported in feminist literature and research studies (381-384).
Feelings of uncertainty, emotional distress, powerlessness and hopelessness deriving from the
abrupt change of life, loss of marital status, loss of taken-for-granted futures, and loss of the
wife/ lover identity, accompanied by role captivity for becoming caregivers again, have been
reported in spousal caregiving research for female carers (33,118,385). Consistent with the
literature on gender differences in psychological morbidity among caregivers, the female
caregivers reported poorer mental health than men in terms of anxiety involving beyond
depressed mood and loneliness, fear, hyperarousal, insomnia, loss of weight, restlessness,

nervousness, low confidence, increased fatigue and use of prescription drugs (27,386).

Connected to depressive and anxiety symptoms was the female caregivers' tendency to

ruminate, dwelling on their husbands' challenging condition and a heightened empathy
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manifested as a sense of sharing their husbands' vulnerability. While empathy is associated

with positive social, emotional, and moral outcomes, research indicates that increased levels
of the affective facet of empathy, the ability to feel or share the emotional states of others, as
opposed to cognitive empathy, taking someone's perspective, can lead to personal distress, a
self-focused affective response characterised by hyperarousal and anxiety symptoms, which,

when combined with ruminative tendencies, can increase depressive symptoms (387-389).

In this study, the vulnerability of female carers in terms of heightened affective empathy is
partly explained by their tendency to stereotype themselves as more relational, emotional and
nurturing than men, who were stereotyped as less emotional and more agentic. Research
suggests that the observed gender differences in empathetic functioning may reflect gendered
social norms regarding the expression of empathic feelings rather than sex-related differences
in the experience of such feelings per se (387). As in this study, empathy has been strongly
associated with the feminine attribute of communion, gender roles and gender stereotypes
and depictions of normative behaviour, with females being more motivated than males to

display empathy as it is more gender normative for them (390).

These tensions between different kinds of empathy have been investigated in professional
health providers' settings showing a connection between greater affective empathy and
distress, burnout and emotional exhaustion and a connection between greater cognitive
empathy with work satisfaction and beneficial patient outcomes (391,392). However,
researchers have rarely examined the connection between both facets of empathy to
caregivers' mental health. The few conducted studies show, in accordance with the findings of
this research, that greater emotional empathy in caregivers, as indicated by the self-reported
experience of negative emotions and concern in response to viewing the suffering of others,
is associated with greater severity of depression and anxiety symptoms in caregivers with
only one of these studies to account for risk factors such as age, spousal caregiving and
gender without however reporting a connection between those variables to mental outcomes
(393-395). Nevertheless, these findings together highlight affective empathy as a
preventative-therapeutic target for carers with increased anxiety and depressive symptoms
taking into consideration risk factors such as age, spousal caregiving and gender. Future
research, for example, can investigate whether assisting carers with elevated affective
empathy to regulate their emotional responses by maintaining a distinction between self and
others would have therapeutic implications for their mental well-being (395). Psycho-

education and meditative intervention strategies may be beneficial as they encourage
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reflection on what is and is not achievable in helping a loved one and provide respite to ease
care provision and treatments to decrease the suffering of the care recipient (374,396).
Moreover, understanding caregiver distress considering factors such as care recipients'
disabilities is essential to tailor support and interventions for caregivers. For example, in
stroke caregiving, the demanding nature of assisting in rehabilitation and the hope of
recovery may intensify stress levels, whereas in dementia caregiving, progressive cognitive

decline may induce more prolonged and chronic stress (3).

Connected to heightened affective empathy was the female caregivers' engagement in hyper-
vigilant monitoring of their spouses' health. These phenomena of hypervigilance, anxiety and
panic have also been reported in studies for wives caregivers discussed as an ineffective
strategy to establish control in an unfamiliar situation (397—400). What is more, in this study,
this hypervigilant monitoring was linked to the female caregivers' descriptions of
experiencing new motherhood, fear of causing unintentional harm, feelings of inadequacy
and increased responsibility for alleviating their husband's suffering, sole responsibility for
their caring and an implicit perception of being someone that necessarily ought to help them
live. It can be argued that the female caregivers' hypervigilant monitoring incorporates a form
of intensive mothering, a gendered ideology conveying that to be good mothers, women must
spend ample time, energy, and material resources raising their children (401). As the
hypervigilant monitoring in the study, intensive mothering is associated with sole maternal
responsibility for their children, constant interaction and stimulation of the children for their
benefit, rejection of separate to the children's needs and desires, and a belief that childrearing
is challenging and exhausting that unavoidably induces feelings of stress (402). Researchers
investigating the concept of intensive motherhood demonstrated that when women believed
they did not live up to internalised standards of being a good mother, it contributed to a sense

of guilt, depression and stress (402).

Hypervigilant monitoring in this study was manifested as a response to internalised
oppression, internalisation of oppressive prejudices and biases about womanhood (403,404).
Hypervigilant monitoring was a response to the internalisation of the stereotype of the good
mother, accompanied by a view of the self as lacking the agency and the skills to cope with a
challenging situation, consisting of un-reflected pervasive feelings of guilt and maladaptive
reparation efforts (402,405). Male caregivers also experienced guilt characterised by

emotional ambivalence, absence of self-disclosure, loneliness and alienation (406).
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Research shows that caregivers experience guilt for various reasons; guilt derived from
actions themselves; guilt derived from one's limitations; guilt for feeling negative emotions;
guilt associated with the change in the relationship with the person cared for; guilt for
neglecting other areas; guilt induced by the person cared for, and guilt induced by others
(407,408). Research also suggests gender differences in perceived feelings of guilt among
caregivers. Women feel guiltier for leaving the dependent person alone or with other
caregivers and abandoning their family and friends. Men express more guilt for being unable
to perform the domestic tasks involved in care work, feel guilty asking for assistance, and
when they lose their patience (409). However, in this study, guilt emerged as a self-reflective
emotion encompassing two interrelated yet distinct components, which were separately
activated, each expressing distinct forms of guilt, different in their psychological bases, in
their relationships with other emotions and, in their influence on the resolution of the moral

decision of caregiving (410).

On the one hand, an interpersonal, altruistic sense of guilt for the individuals, derived from
the caregiving motivation, empathetic concern, affective bond, and fear of failing to help their
spouses and functioned to maintain their relationship cohesion by inducing individuals to
carry out reparation acts, communicating their affection and be attentive to their spouses’
feelings and needs (411). On the other hand, guilt appeared as a dysphoric feeling associated
with a fear of transgressing personal moral standards that were specifically related to gender
norm violation as contradictive to the norm situational contexts and behaviours were
perceived as impure and should be avoided (410,411). Under this perspective, the
psychological distress that characterises guilt is not necessarily related to others and
individuals who experience guilt are aimed at diminishing their own discomfort, regardless of
whether there is any real damage to repair and are acting to alleviate their guilt but not
necessarily another's suffering (411). Hence, in their moral decision-making process,
caregivers are driven by a desire to avoid tarnishment by undertaking all necessary actions to
maintain the gender norm's approval. These findings suggest examining strategies for
managing the two types of guilt and understanding their differences to inform therapy.
Exploring experiences to identify vulnerability factors contributing to each type of guilt could
also enhance understanding of psychological processes and guide targeted interventions
(410). Although the self-conscious emotions as guilt, and negative emotions as anger and
resentment, were connected to the loss of the individuals’ sense of agency, however, they

were crucial for the caregivers to perceive the reasons to act by engaging in reparation efforts,
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confirming literature that highlights the prominent role of emotions in the individuals' minds

(412-414).

Finally, it is seen that the alienation experienced by the subjects did not involve a separation
from their gendered sense of self but rather a disturbance of the description under which they
valued themselves as gendered agents. In this sense, contra of an understanding of alienation
as separation, alienation remains a relation as the subjects are still bound to the gender roles
by being realised in them, and thus it can be described as a form of separation within a

relationship or a state of being disconnected within a relationship. (352).

Phase 111
In phase III, reparation, the participants consciously use the descriptions of the gender norm
demands to morally justify their caregiving role and reaffirm themselves as gendered agents

showing the influence of gender norms on participants' moral motivation for caregiving,

The gender norm governs the participants' sociomoral cognition as the caregivers' moral
reasons for acting were connected to descriptions of the self as man, woman, wife, and
husband, found in the gender self-concept, and are all carriers of normative standards
dictating to the individuals what they are obliged to do (414). Research on gender and moral
reasoning is usually traced back to Kohlberg's six-stage theory of moral development and
Gilligan's opposing work accusing Kohlberg’s theory of being biased in favour of men and
assuming women are morally deficient by positioning them to stage three of moral
development, where moral judgments are based on pleasing others and avoiding their
disproval in contrast to more advanced stages where moral judgments involve the application
of objective rules and standards (415,416). Gilligan described two distinct patterns of moral
development that exist for men and women: an ethic of justice where dilemmas are resolved
in terms of equality, reciprocity and the application of universal rules and an ethic of care that
emphasises well-being and maintenance of relationships and where dilemmas are resolved in
terms of attentiveness, responsiveness, and engagement (416). While some researchers found
a statistically significant difference in moral decision-making between women and men,
others did not (417,418). Most of these studies used the word gender simply as the biological
sex overlooking the social and cultural aspects of gender, gender stereotypes and gender
identification. However, moral identity, the source of moral motivation, can motivate
behaviour through a desire to maintain self-consistency and is closely related to identity

development that evokes social membership categories, such as gender, race or sexual
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orientation, making those factors vital in studying gender differences on moral motivation
(419). In line with the findings of this study, few studies focusing on moral motivation,
gender stereotypes and gender identification suggested that gender differences in moral
motivation result from an interaction between individually differing degrees of gender
identification and the content of culturally shared gender stereotypes (296,297,420). As the
participants' perception of gender consists of two distinct and complementary gender
categories, this influenced their moral motivation. In line with other studies, in justifying
caregiving, female moral reasoning based on a relational stance had a care orientation
involving attachment and a strong sense of commitment towards the patient, whereas the
male moral thought based on an individualistic stance had a justice orientation involving
performing one's duty, commitment to marriage vows, reciprocity and family responsibility
(33).

Nevertheless, the care orientation in women's morality, holding the well-being of others as a
central imperative, predisposition women to adopt a moral of self-sacrifice (33,421). Self-
sacrifice is defined as the sacrifice of oneself or one's interests for others, a cause, or an ideal,
and a breakdown of this definition indicates that self-sacrifice has a motivational component
(e.g., readiness or disposition ), it involves a cost (e.g., suffering, death), and it has an
ideological component (e.g., a cause) (422). In line with previous research, the women
interviewed for this study explicitly described how they practically ceased to live for
themselves but lived for others (358). Internalised selflessness, although it appears to smooth
the enduring of the caregiving burden, dispositions women to choose a life of sacrifice and
devotion (107,110). Cultural context and internalisations of assumptions, archetypes and
symbols further render women vulnerable to engage in self-sacrificial acts, giving an
ideological cause as female carers approach caregiving as a form of purification, viewing
their caregiving role as the emulation of a female saint, an image of a self-sacrificing mother
(111,421). Self-sacrificial acts also maintain relational ties, affording women a sense of inner
peace and authenticity, transforming the sacrificial acts into a survival strategy (423). The
disposition of women to engage in self-sacrifice is evident in receiving positive evaluation for
their caregiving acts but missing tangible benefits in esteem and prestige since doing things
for and taking care of others, sacrificing their own needs is an expected part of women's role
in this society and is assumed to be performed in virtue of their gender and natural

inclinations (424).
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Furthermore, in the present study, the internalisation of selflessness and prioritising others'
needs rendered the female carers' sacrificial acts to be avoidance-motivated, avoidance of fear
of failure and guilt (425). The concept of sacrifice poses challenges to feminist theory. Some
feminist theorists advocate that women should reject self-sacrificing practices, along with
myths prizing women's sacrifices, since historically, the imperative for women to sacrifice
themselves has constituted an essential patriarchal device for keeping women oppressed and
powerless (426). Other feminist theorists, on the other hand, acknowledge sacrifice as a
potentially empowering tool for women as long as it is freely chosen and experienced as
positively transformative (427). However, in this study, the female carers' self-sacrificial acts

were not appeared to be freely chosen nor experienced as transformative.

Results concur with literature on male carers' moral motives for providing care emphasising
justice, commitment to marriage acts and reciprocity as fairness and repayment to the wife
for years of nurturance and support (100,428,429). However, this emphasis on fairness and
reciprocity in male carers' moral reasoning must be interpreted in light of the male carers'
gender dualistic and essentialist perspective under which women are innately nurturing and
compassionate (377). This emphasis on fairness and reciprocity can be viewed as how these
males perform masculinity by simultaneously distancing themselves from the essential traits
that define femininity and associating themselves with justice and rational thinking identified
as fundamentals of the hegemonic ideal (171). As in this study, men in feminised caregiving
are found to reform their notions of masculinity so that their caring acts are viewed as
commendable and heroic acts but are also in line with patriarchal ideals of gender roles like
provider and protector, sustaining their sense of authenticity (430—432). Thus, the findings of
this study support previous research and theoretical concepts of masculinity, which suggest
that the existence of alternative visions of masculinity does not typically serve to displace the
hegemonic vision of masculinity but rather suggest that because men receive a ‘patriarchal

dividend’, they ensure that the hegemonic vision is not displaced (171,433).

Considering heroism as a species of excess altruism, and given that male heroic
transformation consisted of self-denial attitudes and resistance to temptations, this study adds
that the male heroic caregiving acts strongly evoke a moral of self-sacrifice (434,435).
However, in contrast to women, the moral act of self-sacrifice allowed male caregivers to
reaffirm themselves as autonomous moral gendered agents eliciting esteem. That a heroic
form prescribed to the male caregivers' acts is not obscure as heroic acts occur only in

extreme and unusual circumstances suggesting that caregiving is not an innate or typical
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characteristic of masculinity. Although heroism is not a stereotypical trait of masculinity,
stereotypical traits historically attributed to men as agency, protection, boldness, and
determination, enable men to act heroically. The literature offers diverse conceptualisations of
a hero, one who sacrifices himself for others in their community, one protecting and helping
the wellbeing of future generations or one who refuses to conform to unjust norms (436). A
hero instigates change, and being or becoming heroic requires an autonomous moral agent
who will be able to renounce himself in favour of the community bearing the burden of
suffering as an ethical person (437). However, as in the female caregivers' accounts, this
study shows that feelings of guilt and fear of social rejection reduce the virtue of the heroic
self-sacrificial acts as they suggest that heroic caregiving acts are not pursued solely for the
sake of the other but also for the sake of avoiding negative consequences of alternative

actions for the self.

Moreover, although self-sacrifice appeared as transformative and perceived as deliberately
taken by the male caregivers, allowing them to exhibit agency by consciously choosing to
bear the total weight of moral caregiving responsibility on their shoulders, it does not,
however, validates the male caregivers' freedom of choice nor diminishes the power of the
gender norm nor sanitises its violence. Belief in free will in the context of behaviour and
cognition is the core abstract belief that a person could have chosen to do otherwise, both in
the perception that alternative options are available for the self to choose from and in the
perceived ability of the self to choose among these options freely without constraints and
should be differentiated from intentionality that refers to the mental representation of
purposeful action, meaning an action is perceived as deliberately taken to lead to a specific
outcome (438-440). Although the male caregivers appeared to exhibit more evident
intentionality than women towards acquiring the caregiving role and their self-sacrifice was
experienced as transformative, the question of free will for the male caregivers is not affirmed
in this study. Instead, it appears to be constrained by internal factors such as personality,
urges, needs and desires and external factors such as family, friends, society, norms, and even

fate to God.

In contemporary discussions in moral philosophy, self-sacrificial acts are conceptualised as
not belonging to the traditional threefold classification of moral action: obligatory acts,
actions that are good to do and bad not to do; the permitted or indifferent, actions that are
neither good to do nor bad not to do, and the prohibited acts that are bad to do and good not

to do (441). It is argued that self-sacrificial acts, as saintly and heroic acts, are supererogatory
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acts, a class of morally praiseworthy, valuable though non-obligatory acts, in the sense that
their omission is not blameworthy (442). Under this dual source of value of supererogatory
acts, the good, intended consequences on the one hand and the optional not blameworthy
nature on the other, thinking the caregivers' self-sacrificial acts to be at least partially
motivated by avoiding feelings of guilt, failure, fear, rejection and social judgment it is hard
to see how the caregivers' self-sacrificial acts can be transcended in any supererogatory way.
Instead, the caregivers' saintly and heroic sacrificial acts spring on a high degree by the
norms and principles under which the individuals value themselves as gendered subjects, by
how a man or woman ought to be and how the ideal man or woman ought to be such the self-

sacrificial acts are perceived as obligatory nor supererogatory acts (443,444).

Hence, this study adds that the self-sacrificial acts were incorporated into the agentic process
of existing alienation towards reparation of the wholeness of their gendered sense of self. It is
seen that complying with the moral requirements of the gender norm enabled individuals to
affirm their gendered sense of self and self-worth as contradicting to the norm actions
rendered individuals to be at odds with society, be consumed with self-doubt, self-loathing,
guilt, breeding alienation, rather than infusing individuals with a sense of meaning. Self-
sacrificial acts and the state of a hero or a saint gave the caregivers a tremendous opportunity
for worth gain as gendered subjects more than any other neutral or pleasurable acts could

give (445,446).

Thus, it is seen that despite the different motivational moral orientations of care and justice,
caregiving incorporates an actual living reality of self-sacrifice that cannot be rejected or
ignored, moreover when in this study, self-sacrificial acts were perceived as obligatory acts
and were instrumental to the restoration of the individual's sense of self and worth as
gendered agent. Sacrificing oneself is diminishing or giving up one's welfare or personal
existence, which is not morally desirable (351). The cost imposes a rigorous limit on moral
obligation even if the acts are morally praiseworthy and worthy of aspiration, for no

significantly costly act can be required of the individuals (444,447).

Research on daily sacrifices in intimate romantic relationships suggests that increased
commitment to a relationship is associated with an internal, cognitive, and motivational shift,
making the desire to make sacrifices to be experienced as rewarding to the self (448).
However, the decision about whether or not to sacrifice becomes complicated when the

personal costs to the self are high; for example, people are less willing to sacrifice when
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doing so requires them to incur a high cost, such as moving to a new city versus a low cost
such as a partner borrows a book that the other partner wanted to read (449). Moreover, when
daily sacrifices are motivated by a desire to avoid adverse outcomes, are determinantal for the
maintenance of the relationship and appear to be harmful to the emotional and mental well-
being not only of the person who makes the sacrifice but also of his/ her partner who
perceives the avoidance motives (450). Further research in other contexts revealed that
making sacrifices increases people's commitment toward the cause, and when the sacrifice is
costlier, or when the cause is unlikely to succeed, the commitment toward the cause and the

intention of engaging in further sacrifice is stronger (422).

These findings point to the significance of therapeutic, preventative actions towards helping
caregivers overcome self-sacrificial morals in caregiving. Essential is the differentiation
between self-sacrifice, goal commitment and altruism. Goal commitment is defined as one's
attachment to or determination to reach a goal and generally involves persistence and the
extension of effort, whereas self-sacrifice involves neglecting alternative goals and solely
focusing on advancing a cause (451). Both altruism and self-sacrifice are conceptually related
to notions of self-effacement and action on behalf of others; however, the former involves no
gain for oneself and does not necessarily entail relinquishing objects of high value and
wellbeing, whereas the latter involves significant loss (452). For a goal to be altruistic, it
must be terminal, not instrumental to another goal meaning that pursuing the good of another
person with the ultimate goal of respecting a moral norm could not be an altruistic act, as
helping because you care is different psychologically for a person from helping because you

think it is what morality demands (410).

Feelings of guilt and lack of perceived choice in assuming the caregiving role are connected
with increased burden and psychological morbidity among caregivers (17,18). Numerous
research highlights the influence of social and cultural factors on caregiver motives and
choice (453). It has been suggested that subjective values placed on caregiving, influenced by
social norms and expectations, impose a sense of obligation on the individual, which is
thought to be the primary caregiving motive (454). The current findings add to the literature
by addressing the internal, individual, context and gender-based caregiving experience whilst
also considering moral and ethical aspects of caregiving motivations showing how culture—
and society-dependent factors provide context to psychological factors that shape the
perceived obligation to provide care. Understanding caregivers' motivational approach and

assessing emotional impact can provide insights into their level of joy and pleasure,
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determining the genuineness of caregiving acts. Interventions may support caregivers'
assertiveness skills to express their needs and desires effectively, communicate boundaries
and preferences, and prioritise self-care in their daily routine by engaging in activities that
bring them fulfilment. There is a need to support caregivers to think and challenge beliefs that
reinforce the necessity of self-sacrifice for their worth or the happiness of others and help

them cultivate healthier and balanced beliefs to sustain their motivations for caregiving.

In discussing the findings with the theoretical framework of this study, Butler's core argument
posits that gender is not a biologically predetermined attribute but a continually performed
enactment shaped and reinforced by societal expectations, thus constructing the concept of
gender itself and perpetuating the illusion of two inherently natural, distinct and
complementary sexes (168). Furthermore, deviations from societal expectations result in
adverse consequences, as individuals who do not conform become culturally unintelligible
and are subject to being perceived as "failures or logical impossibilities" (168 p.24). Under
this perspective, it can be argued that, at least in Greece's heteronormative society,
heterosexuality establishes the meaning of gender for older spousal caregivers, as shown by
the complementarity found in the caregivers' mental representations of gender. Moreover,
with the emergence of the caregiving journey, the unintelligibility of gender non-normativity
appeared not only to come with disturbing consequences but was perceived as external to the

self, connected to the individuals' alienation.

From a social psychological perspective, gender roles, stereotypes, and schemas provided the
script and significantly influenced how gender is performed by the caregivers in this study, as
described by Butler (172,455,456). A critical question in the older people's caregiving context
is whether challenging prevailing notions of gender, creating ‘gender trouble’ by detaching
gender from specific social roles, ultimately have implications for the caregiving experience
and its stressors. However, challenging established gender ideas may be perceived as
threatening, particularly for individuals strongly identifying with their gender (457). Theories
maintain that group members, including men and women, have a need to maintain
distinctiveness from outgroups, and when this distinctiveness is jeopardized, individuals with
strong group identification tend to emphasize the contrast between their group and the
outgroup by manifesting as more stereotypical gender presentations as it can be hypothesised
that happened with the adaptation of the self-sacrificial moral in the caregivers accounts in

this study (173,174,458).
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Important in elucidating the impact of gender in the caregiving context is for the researchers
to engage in gender trouble by changing how we treat gender (459—461). For investigating
the influence of gender in the caregiving experience, researchers should move away from
binary views of gender and from treating gender as an independent variable and instead
consider it as an outcome influenced by societal and psychological forces, measuring it in
more nuanced ways, such as measuring gender identity salience, gender performance, or

using a broader range of gender options in research practices and questionnaires (170)

Limitations

This study aimed to provide an in-depth analysis of the experiences of a specific subgroup of
caregivers; therefore, the purposive sample strategy inherently limits the generalizability of
the findings to the under-study population (282). Greece's sociocultural context and unique
historical factors, along with its specific gender norms and caregiving expectations, may have
influenced the participants' experiences. The acknowledgement of influence and intersection
of ethnicity, race, sexuality, gender, class, age, and (dis)ability in forming social identities and
further the acknowledgement that morality is deeply embedded within social, historical and
religious factors further limits the generalizability of the findings (410,462). The findings
might be relevant only to older heterosexual individuals in Greece belonging to the working
and middle class. It may not be relevant for groups belonging to other ethnicities, other
cultures, other sexual orientations, younger ages, or higher educational and socio-economic
status. However, the study provides a tentative framework for being examined in different
populations (463). Future research may attempt to replicate and expand upon these findings,
considering diverse populations and contexts to develop a more comprehensive
understanding of the intricate dynamics of gender stereotypes, caregiving experiences, and
moral decision-making, generating knowledge that encompasses a broader spectrum of
caregivers to inform the development of targeted interventions and support systems
applicable to various cultural, ethnic, socioeconomic backgrounds and sexual orientations.
The study acknowledges that qualitative research findings can be open to multiple
interpretations as they rely on subjective analysis and narrative descriptions. Researchers'
biases and preconceptions may have influenced data interpretation, and the principal
researcher's presence in the data collection process may have influenced participants'
responses and behaviour. The translation process also may have introduced inaccuracies or

loss of meaning (464).
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Conclusion

This dissertation provides valuable insights into the experience of gender for spousal
caregivers of older individuals in need of rehabilitation in the Greek community. By
exploring the participants' experiences through phenomenological methods and analysis, the
study reveals the diachronic identity of gender for spousal caregivers, consisting of phases of
the normative constitution, alienation, and reparation, offering an innovative tentative
framework for examining the caregiving journey and its psychological outcomes for the
caregivers from a gender perspective. The study highlights the influence of stereotypical
attributes linked to femininity and masculinity on self-concept, agency, and the formulation
of caregiving evaluations and practices highlighting the importance of incorporating an
intersectional perspective in future research and interventions with caregivers, considering
factors such as gender, sexuality, gender relations, age, division of labour, power dynamics,
cultural norms, and values. The results reveal that both male and female caregivers
experience alienation upon embarking on the caregiving journey, with specific gender-based
vulnerabilities that limit their sense of agency and impact their psychological well-being. By
recognising these vulnerabilities and addressing gendered expectations and societal pressures,
interventions can foster caregivers' mental health and facilitate the development of effective
coping strategies. The findings emphasise the complexity of empathy and its connection to
gender stereotypes and experience of stressors and coping strategies caregivers employ. They
also shed light on the multifaceted nature of guilt experienced by caregivers, emphasising the
central role of emotions in guiding caregivers' thoughts and behaviours. The research
highlights the moral dimension of caregiving and its relationship with gender norms,
motivations and a sense of obligation. The dissertation calls for challenging self-sacrificial
morals and societal norms associated with them to empower caregivers to prioritise their
well-being while sustaining their motivations in caregiving. This shift in perspective can lead

to a more positive and fulfilling caregiving experience.

In conclusion, this dissertation highlights the significance of gender stereotypes in shaping
the experiences of spousal caregivers in the Greek community. The study reveals how these
stereotypes contribute to feelings of alienation, a sense of impaired agency, distinct
psychological outcomes and coping strategies for male and female caregivers, empathic
responses, moral decision-making in caregiving, and a presence of guilt and self-sacrifice
morals. By shedding light on these gendered dynamics, the study provides valuable insights

to promote caregivers' well-being and improve their caregiving experiences.
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ABSTRACT

The overarching aim of this dissertation was to explore what it is like the experience of
gender for spousal caregivers of older people undergoing rehabilitation within the Greek
community. The objectives to support the inquiry were a) to describe the gendered patterns of
perception, thought, feelings and behaviour of spousal caregivers, b) to investigate the
normative structures that constitute the experience of gender, and c) to explore the sense of
agency in the experience of gender. This dissertation used a phenomenological qualitative
method design to investigate the experience of gender as culturally and institutionally
constructed and, at the same time, intentionally and subjectively lived. The phenomenological
analysis of the transcripts of the eleven participants recruited for this study provided insight
into the structure of the experience of gender for the spousal caregivers as a normative
diachronic identity in a succession of phases: normative constitution, alienation, and
reparation offering a tentative framework for examining spousal caregivers' experiences and
psychological outcomes in the caregiving trajectory from a gender perspective. The findings
illuminate the influence of stereotypical attributes linked to femininity and masculinity on
self-concept, agency, and the formulation of caregiving evaluations and practices highlighting
the importance of incorporating an intersectional perspective in future research and
interventions with caregivers, considering factors such as gender, sexuality, gender relations,
age, division of labour, power dynamics, cultural norms, and values. The results indicate that
both male and female caregivers feel alienated upon embarking on the caregiving journey,
with specific gender-based vulnerabilities that impact their psychological well-being. By
recognizing these vulnerabilities and addressing gendered expectations and societal pressures,
interventions can foster caregivers' mental health and facilitate the development of effective
coping strategies. The findings emphasise the complexity of empathy and its connection to
the experience of stressors and coping strategies employed by caregivers. They also shed
light on the multifaceted nature of guilt experienced by caregivers, elucidating its sources and
connection to gendered self-perception while highlighting its effects on caregivers' well-
being. The research highlights the moral dimension of caregiving and its relationship with a
sense of obligation, gender norms and motivations. It calls for challenging self-sacrificial
morals and societal norms associated with them to empower caregivers to prioritize their
well-being while sustaining their motivations in caregiving. This shift in perspective can lead

to a more positive and fulfilling caregiving experience.
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INEPIAHYH
«EEepeuvavTtag Tig PQUAES EPTELPIEG TOV ATVTOV YPOVTIGTAV OTMS OLUUOPPDVOVTUL

K0T T OLAPKELY QPOVTIONS MMKIOUEVOV OTOP®V TV YP1NLoVV 0TOKATACTACTS»
ZYTOYPH IQANNA

Ewsayoyi: Ot dtomot povTtiotég cuyva Pidvouy youyoAoyiky Suceopia, KatdOAwr, dyxog
Kol KOwovikn omopoveot. H eunpepio tov gpoviiotdv peudvetor Kabng avarappdvouvy tov
pOA0 PpovTidag kot avchveton pe T peiwon tov aroutnoewv epovtidos. Ot amdTopES
aAayég otn Lom, M aicOnon Elhenyng avtevépyetag Ko 1 EAAENYM emA0YNG GuuBdAlovy
otV emPdpovon kor tnv KatdOiwym. To pvAo mailel onpaviikd poAo ot PPOVTida, KoODS
oToLyEl LITOINADVOLVY OTL O OVETIOVUNTES YUYOAOYIKES ETIMTMOGELS EIVOL TTO GLYVES LETOED
TOV YOVOIKOV QPOVTIIGT®V, OAAL CTIUOVTIKOS 0plOUOC EPEVLVDV OELYVOLY aVTUPATIKE,
evpnuata. Ot AvOpeS PPOVTIOTES GLYVA TAPUPAETOVTOL OTIG EPEVVEG TTAPA TNV AVEAVOLEVN
GUUUETOYN TOLG OTNV Topoyn epovtidag. To eOAo dactavpmdvetol pe dAAES PETOPANTES
OT®OC 0 TOMTIGUOG KOl 1] KOWVOVIKOOIKOVOUIKY] KOTAGTAOT), AAAL 1] GUGYETIGN TOV GUAOL LE
GAAEG petaPAnTég dev €xel pehetnBel emapKdC otV dTLTN TOPOYN PPovTidac. Meléteg
vrootnpilovv 0Tt €ivor 1 LVIOKEWEVIKT] aEl0AGYNON Kol Oyl O1 AVTIKEIEVIKEG GLVONKES TTOV
umopel va eEnyodv Tig S10popEC HETAED TV POA®V OTIC YUYOAOYIKES ETIMTMOGELS KO
emPapovon. Xmnv EAAGOa, 1 otkoyevelakn @povTida eivat EpEmG S10dedOUEVT, LE Eval
ONUOVTIKO TOGOGTO TOV TANOVGHOV Vo eival ATumol EPovTIoTéG. XKomog: O TpmTaPY KOG
o0TOY0C OV TNG TG S1aTPIPNE NTaV VO SIEPEVVIGEL TNV EUTELPi TOV VA0V GLLDY®V
PPOVTICTOV NAKIOUEVOV OTOUOV TOV LTOBAAAOVTIOL GE OMOKOTAGTOCT) OTNV EAANVIKY
Kowotnta. O1 6TdYO01 Y10 TNV LIOGTNPIEN TS EPELVOC NTAV O) VO TEPLYPAPOVY T ELPVAN
TPOTLTO OVTIANYNG, GKEYNS, SLVAGOHNUATOV Kol GOUTEPLPOPES T®V GLLDYMV PPOVTIGTAV,
B) va d1epevvnBovV 01 KaVOVIGTIKEG SOUEG TTOL GUVIGTOVV TNV EUTELPi0 TOL PVAOV Kol Y) v,
depeguvnBei | aicOnon g avtevépyelag oty gumepia Tov evAov. M£Bodog: Avti 1
dwTpiPn ypnoyomoince £vo oxeSOGHO PALVOLEVOAOYIKNG TOOTIKNG HeBddov Yo va
OLEPEVLVNGEL KO VOL AVOADGEL TV EUTTELPTIRL TOV VA0V MG TOMTIGUIKA Kot OeGkd
KOTOGKELAGUEVT KA1, TOVTOYPOVA, CKOTLO KOt VITOKEWEVIKG fropévn. ATotedéopata: H
(QOVOLEVOAOYIKN OVAALGT TV GUVEVTELEEMV TV EVTEKO CUUUETEXOVIWOV TOV
TPOCANEONKAY Yio VT TN HEAETN TTapelye TANPOPOPIEg GYETIKA e TN dopN| TG EUmelpiog
TOV PLAOV Y10 TOVG GLEVYOVG PPOVTIGTESG (G L0 KOVOVIGTIKT SL0(POVIKY| TAVTOTNTO GE

S 0YIKES PAGEIS: KAVOVIGTIKT GUGTACT|, ATOEEVMOT) KO OTOKOTAGTACT, TPOGPEPOVTIS £V
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TAOIG10 Y10 TNV €EETAON TOV EUTEPIDOV PPOVTIONS KOL TOV YVYOAOYIKAOV OTOTEAECUATMOV
aLTAG Yo Tovg cLLHYOLS PPOVTIGTEG VIO TO TTPicUA TOL PVAOV. Xvumepaopata: Ta
gupfuata S10QOTILoVY TNV ETOPACN TOV GTEPEOTLTIKMV YOPUKTNPIOTIKOV TOV GUVIEOVTOL
He TN INAVKOTNTO Kot TV apPEVOTOTNTO GTNV AVTO-10£0, TV AVTEVEPYELD KOL TN
SUOPP®OT AEOAOYNCEMV KOl TPOKTIKAOV QPOVTIOAG, vtoypappilovtag ) onuacio g
EVOOUATOONG H10G OL0TOUENKNG TPOOTTIKNG GE LEAAOVTIKEG EPEVVES KOt TAPEUPACELS e
TOVG PPOVTIOTES, AaUPAvovVToC VTOYN TAPAYOVTEG OTWS TO VA0, T GEEOVAAKOTNTA, TIG
oY£0€1G TOV POAWMV, TNV NAIKI0, TOV KATOUEPIGUOG TNG £pYaciag, T dvvakn ¢ eéovaiog,
TOVG MOMTIOTIKOVG Kavoveg kKo a&ieg. Ta amotedéopata delyvouv 6TL TOGO 01 Avopeg 0GO
K0l 01 yovaikeg @povTioTég ochavovtal amo&evapévotl katd v Evapén tov ta&ldton
QPOVTIONG, e CLYKEKPIUEVEG EVTTAOELEC e BAom TO POAO OV ENNPEALOVY TNV YLYOAOYIKY|
ToVG evnuepio. Avayvopilovtog avtég Tig evmdbeieg Kot avTLeTOTILOVTOS TIG ERPUVAES
TPOGOOKIES KOl TIC KOWMOVIKEG TEGELS, 01 TAPEUPACELS LTOPOVV VO EVIGYVCOLV TV YLYIKN
VYELD TOV PPOVTIGTAOV Kol VO OLEVKOADIVOLV TNV aVATTLEN OMOTEAEGLOTIKMY GTPOTIYIK®V
AVTILETOTIONS TOL Papovg g epovtidas. Ta evprpata vwoypappilovy TV ToOAVTAOKOTNTA
NG EVOLUVaIGHNoNE KoL TN GUVOEGT TNG LE TNV EUTEIPIN TOV GTPEGOYOVOV TAPAYOVT®V
QPOVTIONG KOl TIC OTPATNYIKES AVTILETMMTICTC TOL PN CLLOTO0VV 01 PPOVTIOTEG. Piyvouv
EMIONG MG GTNV TOAVTAELPN VUGN TOV AGHNUOTOC EVOYNG TTOL PLdVOVY O1 PPOVTICTEG,
dtevkpwvilovtog Tig TYEG Kot T oOVOEGT TOV UE TNV EUPVAT OLTOAVTIANYTY|, ETICUAIVOVTOG
TOAPAAANAQ TIG ETUTTMOGELS TOV GTNV evNUEPia TV PpovtioTdv. H pedétn tovilel tov
KEVIPIKO pOAO T®V cuvousOnudtomv otnv kafodnynon Tmv oKEYEMY Kol TOV CUUTEPIPO POV
TOV PPOVTICTOV, CLUPAAAOVTOG o€ o PabvTepn koTavonon tov cuvousHnuatikol Tomiov
mov glvan eyyevég oty eumeipia gpovtidag. H épevva vroypappiler Ty nbum ddotaon g
TOPOYNG PPOVTIONG Kot TN GYECT] TG LE TA TPOTLTO KOt TO KIVITPO TOV QUA®V, KOADVTOG
™V OpEGPNTNoN TV aVToHVGLUGTIK®VY NOKOV Kot KOWOVIKGOV KavOvmv Tov oyetilovtan pe
avtd, ®ote va 600el 1 SuvATOHTNTA GTOVG PPOVTIGTEG VAL ODGOVY TPOTEPULOTNTO GTNV
gunpepio Tovg, JTNPOVTOG TOPAAANAL TO KV TPG TOVG 0TI PpovTida. AVTH 1 aAloy™

TPOOTTIKNG UTOPEL VoL 00N YNGEL GE L1l o OETIKN KO IKOVOTOMTIKTY EUTEPiet PPOVTIONS.
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APPENDIX 1.

Table 9. Data extraction systematic review

Authors, Aims of the Study Design, Sampling CASP Tool
year, Study Methodology Method
Country and Sample

1 | 1. Blacket To explore Ethnographic Sample was 6. Cannot tell.
al., 2008 experiences of | research selected from data | The researchers
USA suffering in late | Ethnographic collected for may have not

life. interviews and another funded critically
informal research project: 4 | examined their
conversations. primary at-home role in the
caregivers for research.
wives with 10. No clear
dementia, aged 80 | suggestions for
and above. future research

2 | Cahill, 2000 | To develop an In depth interviews | Non-probability Satisfied all the
Australia understanding collected sample of service | criteria
(100) of the quantitative and users: 26 aged

caregiving qualitative data husbands who
experiences of cared at home for
men looking their cognitively
after spouses impaired wives.
diagnosed with

dementia.

3 | Calasanti & | Toexplorethe | Qualitative, gender- | Sample recruited | Satisfied all the
Bowen, caregiving sensitive, from formal criteria.

2006 USA provided by constructivist agencies,
spouses of approach. Semi- churches, and
persons with structured snowball
Alzheimer's interviews sampling: 22
Disease and primary spousal
related caregivers for
dementias non-
institutionalised
persons with
dementia.

4 | Calasanti & | To explore Qualitative, Sample recruited | 7. No reference
King, 2007 husbands' constructivist from formal to ethical
USA (104) | experiences of | approach to analyse | agencies and considerations

caring for wives | in-depth interviews | support groups: 9
with caregiving
Alzheimer's husbands.
disease.

5 | Drummond | To understand Phenomenology Recruitment 6. Cannot tell.
etal., 2013 | the meaning approach. strategy focused The researchers
Canada older women Interviews. on identifying may have not
(116) caregivers older caregiving critically

attribute to their women spouses: 6 | examined their
experience of community role in the
sexuality and residing women. research.
intimacy.
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Authors, Aims of the Study Design, Sampling CASP Tool
year, Study Methodology Method
Country and Sample

6 | Erikssonet | Toexplore the In depth interviews | Participants Satisfied all the
al., 2013 gender aspects recruited froman | criteria
Sweden of long-term assessment unit at
(105) caregiving a hospital in

South—East
Sweden: 12
participants.

7 | Floresetal., | Toexplorethe | Case study. The case study is | 7. No reference
2009 nuances of an Semi structured drawn from a to ethical
USA ethics of care qualitative sample of Latina | considerations

that constitute interview participants in a

caregiving larger qualitative

experiences. study: Ana a
primary caregiver
to her mother.

8 | Hashizume, | Toexplorethe | Grounded-theory Recruitment of 6. Cannot tell.
2010 experiences of | methodology. women caregivers | The researchers
Japan Japanese Open ended who met specified | may have not

working women | interviews around criteria: 11 women | critically
caregivers as specific topics caregivers examined their
they cared for including 6 role in the

the elderly daughters and 5 research.
family member. daughters-in-law.

9 | Hayesetal., | Toexamine Social Spousal caregivers | 7. Cannot tell.
2009 how caregivers | constructionist, were recruited Refers only that
USA of spouses symbolic from support the participants

diagnosed with | interactionist groups: 13 men agreed to be
ADRDs perspective. and 15 women interviewed
perceive Intensive whose spouses

identity changes | interviews. had ADRD.

in themselves.

10 | Hayes et al., | To analyse the Intensive qualitative | Caregivers were 6. Cannot tell.
2010 process of interviewing selected into the The researchers
USA (119) | redefining approach. study that met may have not

marital relations specified criteria: | critically
within the 13 caregiver examined their
context of husbands and 15 role in the
couples dealing caregiver wives. research.

with

Alzheimer's

disease

11 | Hepburnet | To identify Constant Sample recruited | Satisfied all the
al., 2002 themes in comparative as part of a larger | criteria
USA (117) | caregivers' analysis was used to | intervention study

discourse and code open-ended of family

reports on interviews caregivers of
patterns among community-
caregivers. dwelling persons

with dementia:
132 spouses.
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Authors, Aims of the Study Design, Sampling CASP Tool
year, Study Methodology Method
Country and Sample

12 | Holroyd, To address the In-depth Convenience Satisfied all the
2005 dilemmas of ethnographic sample: 20 elderly | criteria
China elderly Chinese | approach. wives who were

women as Data interpretation | caregivers from
spousal via symbolic Hong Kong.
caregivers in interactionism.

Hong Kong.

13 | Jones et al., | To describe the | Grounded theory Purposive sample: | 3. Cannot tell.
2002 process of methodology. 41 women (22 The researcher
USA (114) | caring for Interviews. Chinese American | did not clearly

elderly parents and 19 Filipino justify the
by Asian American; aged research
American 38-68 yrs) caring | design.
women. for elderly 6. Cannot tell.
parents. The researchers
Subsequent may have not
theoretical sample | critically
examined their
role in the
research.

14 | Kluczynska, | To describe Semi-structured, in- | Sample recruited | 3. Cannot tell.

2015 how older men | depth interviews. via a local clinic The researcher

Poland (102)

who are caring

Thematic analysis

in Poznan: 10 men

did not clearly

for their wives | coding as a mode of | between 64 and 90 | justify the

construct their interpretation. years old who are | research

masculinity in the primary carers | design.

the face of their for their wives. 5. Cannot tell.

new role and The researcher

tasks. did not make
the methods
explicit, no use
of a topic
guide.

15 | Kramer, To illuminate Descriptive Participants 6. Cannot tell.
2005 the relationship | qualitative approach | recruited via The researchers
USA between gender | and critical community care may have not

and burden. poststructuralist facilities based on | critically
feminist approach. | specified criteria: | examined their
36 adult women role in the
caring for highly research.
dependent adults

16 | Mendez- To examine Phenomenological Combination of Satisfied all the
Luck etal., | howwomenin | approach. snowball and criteria
2008 a Mexico City Semi-structured purposive
Mexico suburb interviews sampling

conceptualise methods: 41
the construct of women.

burden.
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Authors, Aims of the Study Design, Sampling CASP Tool
year, Study Methodology Method
Country and Sample

17 | Paillard- To describe the | Case study. Case sampling: Satisfied all the
Borg & observations Open-ended Miho, a Japanese | criteria
Strémberg, | and thoughts of | interview was female caregiver
2014 Japan | one Japanese performed and

woman's analysed using
experience of content analysis.
living with her

elderly parents.

18 | Remennick, | Toexplorethe | Qualitative study. Women were 6. Cannot tell.

2001 Israel | experiences of | Open ended recruited based on | The researchers
women interviews specified criteria: | may have not
caregivers with 42 women who critically
multiple roles. lived with the examined their
older individual. role in the
research.

19 | Ribeiro et To report Semi-structured Snowball Satisfied all the
al., 2007 findings on interviews. sampling: 53 criteria
Portugal men's Open coding and elderly men who

caregiving content analysis were caring for
experiences. chronically ill
Wives.

20 | Silverman, To examine the | Microethnographic | Recruitment of Satisfied all the
2013 lived reality of | approach. caregivers who fit | criteria
Canada women Field research, the project's

caregivers. observations. criteria: 5
caregivers' dyads.

21 | Valadez et To examine Exploratory study. Recruitment from | Satisfied all the
al., 2005 Mexican Semi structured Adult Day Care criteria
USA American interviews. Centers: 15

caregivers' lived Mexican
caregiving American

experiences.

participants.
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Table 10. Participants' quotations, authors' interpretations systematic review

Study 1 How personal control mediates suffering: Elderly husbands' narratives
Authors’ of caregiving.
findings Black et al., 2008.

From abstract: Three thematic "tools" of control emerged as strategies men used to mediate
their suffering: 1) the power of the little; 2) preserving self-identity and marriage-identity
and, 3) finding purpose in the role of caregiver.

Finding 1 The power of the little.

Participants' quotations: "Give me a foot, put it up on me, I'll take your shoe off. But if you
get my knee dirty, you're going to wash my leg.” She says, "It would be an honor. And she
really meant it, the way she said it".

Authors’ interpretation: Theme 1 shows how the "little" of everyday conversations,
incidents, or tasks have the power to give hope, change lives, or predict death. A moment of
clarity in the wife, dressing her with ease, understanding nuance in her voice, and keeping a
link with the "outside," gave elderly caregiving men a sense of control over their lives.
Conversely, when the "little” of a wife's comprehension or ability to maneuver through the
home lessened, the potential for husbands to maintain control decreased.

Finding 2 Preserving self-identity and marriage-identity.

Participants' quotations: "If | don't keep moving and shaking, ennui will set in. Grief will
set in"

Authors' interpretation: Theme 2 shows that husbands used long-standing qualities, such as
faith, perseverance, and intelligence, and new attributes, such as acceptance, compassion,
and "living one day at a time™ to manage the emotional difficulties of caregiving. Men also
used masculinities, or behaviors they viewed as gender appropriate, such as preparedness,
knowledge, and silence, to defend decisions they made as caregivers. Men brought
"appropriate” long-standing and recent characteristics together to maintain and foster
existing self- and marriage-identities.

Finding 3 Finding purpose in the role of caregiver.

Participants' quotations: "What am | going to do?" One step at a time. One day at a time. |

am here for a certain reason, | guess. Maybe | am here for Marie. Marie's here for me." "The
moral of my story is: He tried, he tried."
Authors’ interpretation: Theme 3 shows that caregiving did not impede existential tasks but
provided answers to men's queries about purpose in life. In the latter stage of life, caregiving
became not only a symbol of each man's commitment to his wife, but also a reason why each
man had lived as long as he had. Their lives' major purpose was clear—to remain their wife's
caregiver until death.

Study 2 Elderly husbands caring at home for wives diagnosed with Alzheimer's
Authors' disease: are male caregivers different?
findings Cabhill, 2000

From abstract: Results show how men demonstrated a strong injunction to care, performed
intimate personal care tasks competently, received limited government support and derived
some satisfaction from the caregiving role. Despite similarities between male and female

107



caregivers being noted, some gender differences in the way in which men approached the
care role are described.

Finding 1 Reasons for caring.

Participants' quotations: "She's my wife and partner, we've done everything together for
41 years, you take your vows. Authors' interpretation: Main reasons for caring included
love, marriage, duty or a combination of each. For many caring was also seen as a
relational activity.

Finding 2 Caring tasks performed.
Participants' quotations: -. Authors' interpretation: For the majority, it seems the care
role was modelled on earlier work roles.

Finding 3 Incontinence management.

Participants' quotations: "It's part of what has to be done, you just get on with it”.
Authors’ interpretation: When asked how they coped, the majority (71 %) reported they
considered this as a routine aspect of care and approached it pragmatically as a job which
had to be done.

Finding 4 Formal support service and caregiving.
Participants' quotations: -. Authors' interpretation: In general, male caregivers received
limited formal support with the physical and personal care services.

Finding 5 Informal support services and caregiving.

Participants' quotations: "My daughter helps, she gives me quite a lot because she's a
barmaid and she works odd hours". Authors" interpretation: Some were defensive about
their children’s involvement in parent care.

Finding 6 Satisfaction with the care role.

Participants' quotations: "I mean I'm trying to give her better than she'd have if she were
to go to a home. | am keeping her alive, that is what we both agreed on. | feel if | can share
with her as much as | can she will have a longer fun.”. "It's satisfying because I still! have
her with me, that's the name of the game' or from having their wives occasionally express
gratitude to them”. Authors" interpretation: Interestingly, a major source of satisfaction
was seeing their loved one remaining healthy and looking happy. Caregivers seemed to
attribute their spouses' health and wellbeing to the individually designed care they could
provide at home. One quarter of the sample acknowledged that for them a source of
satisfaction was the knowledge that they were responsible for either keeping their marriage
and relationship together.

Study 3 Spousal caregiving and crossing gender boundaries: Maintaining
Authors’ gendered identities.
findings Calasanti and Bowen, 2006

From abstract: In exploring the ways gender might influence caregiving, we find that
husbands and wives both cross gender boundaries in order to give care to their spouses; and
such traversing presents different challenges to each.

Finding 1 Taking over new household tasks

Participants' quotations: Caregiving wives:" Of course | never had to put gas in a car, |
never had to check the tires, | never had to do anything about an automobile because he did
everything. And now | have that and that is hard."
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Caregiving husbands:" I found out how difficult it is to do all these things”.

Authors' interpretation: In this study, gender boundaries were often crossed in relation to
the usual division of household labor. In both cases, whether male or female, spouses have
to take over new tasks to allow the couple to survive as a unit. Overall, it appears that most
husbands faced greater challenges than caregiving wives in having to adopt more daily
tasks, and they derived a variety of techniques for managing these. They learned to perform
some, if not all, of these tasks themselves; received help from other family members; or
they paid for others to manage some of these tasks.

Finding 2 Tasks performed to maintain gender identity: Gendered appearance and
gendered sense of self.

Participants' quotations: Caregiving wives: «He always loved to look good, you know,
and took care of his body and stuff... And I feel like I need for him to look as good. If he
doesn’t want to shave, I send him back [to do it]." "I have got to give him a little money,
you know, to carry. | am not going to tell him he can't do that because that would really
hurt his spirits....". Caregiving husbands:" I use this soap, you know, that is in a bottle that
you buy, it's a good grade. It's ladies’ soap, and just squeeze a few drops in there and that is
what I give her a bath with that ... And then dry her off good, and I put a good grade of
lotion on her." "'l said yeah you made that really look good you know and agree with her to
make her feel good. She will grin. Just let her take credit. It doesn’t hurt a thing."

Authors' interpretation: While both husbands and wives help their spouses maintain
gendered appearances, differences also emerged. For wives, this behavior entailed an
extension of activities they were used to performing: a variety of personal care tasks for
others, such as bathing and grooming and making sure others are properly dressed in clean
and matching clothing. For men, however, these are generally new tasks: forms of bodily
care for another that they were not used to.

Study 4 Taking 'Women's Work’ 'Like a Man': Husbands' Experiences of
Authors' Care Work
findings Calasanti and King, 2007

From abstract: We found that these husbands' approaches to caregiving and their strategies
for dealing with the work and feelings involved were rooted in their sense of selves as men.

Finding 1 Husbands' Approaches to Care: ""Pick it up Like You Do a Trade.
Participants' quotations: "At first ... when you start taking care of a woman, you know,
you don't know exactly how to do it". "And] the ladies at the day care center ... say, "[Jerry]
you do an excellent job."

Authors’ interpretation: Men's relative lack of stress resulted not from a refusal on their
part to perform difficult work but rather from their relative freedom from responsibility for
particular expectations or from their wives' feelings.

Finding 2 Dealing with Care Receivers: "'If She Needed a Shower, | Gave Her a
Shower™".

Participants' quotations: "She is so determined that she is really powerful ... and | have
got a lot of scars on me because of that.. . And I ... try my best to keep her in a good mood.
[But] I can tell when she is not going to give up and then ... | will say okay, [and] start
taking [her clothes] off. And so, I have to forcefully ..."
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Authors' interpretation: Thus, in reporting ways in which masculine identities might have
led men to attempt enforcement strategies that caregiving wives avoided, we are not
making a case for better or worse care. Instead, our focus is only on how strategies flow
from gender repertoires, and the importance of understanding the structural bases for these
repertoires when designing interventions.

Finding 3 Dealing with Caregivers’ Stress/Feelings.

Participants' quotations: "I just keep my cool and go on. She uses a word that starts with a
hand adand ac. I just keep cool. ... | just keep it cool and do not say anything back to her
and go on, and just sit tight. ..."*’ I try to get back to some form of being ‘‘normal’’:
hunting, fishing.” “You can go read your e-mail and do some research ... | subscribe to a
great magazine and it’s fun to read about the archaeology review ... And so, reading is a
diversion.” “Most men keep things to themselves. I am not going to tell everybody I know
that I am stressing, or I feel depressed.” “I just go get another beer.”

Authors’ interpretation: These strategies—exerting force, focusing on tasks, blocking
emotions, minimising disruption, distracting attention, and self-medicating—fit the
structural positions of working-, middle-, and professional-class men, whose occupational
roles taught them the values of independence and pride in skills.

Study 5 The Impact of Caregiving: Older Women’s Experiences of Sexuality and
Authors Intimacy
‘findings Drummond et al. 2013

From abstract: Findings suggest that older women’s sexual identities and experiences of
sexuality are marked by both ageist constructions of ‘‘older woman as asexual’’ and loss of
self-associated with taking on the role of caregiver. Findings also suggest that women resist
these constructions of self through the development of other forms of intimacy in their
lives.

Finding 1 Shifting Identities

Participants’ quotations: “Him being sick and me being a caregiver have taken over. I
know it’s not supposed to for me, I try to do other things,

but that’s sort of the overwhelming part of our identities. So, it’s hard to work ourselves
out of it and go back to some sort ofyou know who we were.” ““*how could I possibly
imagine sleeping with him anymore when I’'m wiping his behind’’. It’s not pleasant.”
Authors’ interpretation: In summary, most spouses in this study could describe a moment
in time when they became aware of a shift in their multiple identities directly connected to
the shift in their role from spouse to that of caregiver.

Finding 2 Women’s Agency Expressed Through Intimacy

Participants’ quotations: “We try to, you know, we try to kiss and hug but R. sits here and
I have to bend down and he’s always liked breasts so we try to sort of do something but um
it’s not really, it’s playful. I mean it’s not what you would call overtly sexual. It’s nice.”
Authors’ interpretation: In summary, caregivers adapted to the changes resulting from
their own and their spouses’ shifts in identity by developing new ways of expressing
intimacy in order to create situations in which some of their needs could continue to be
met.
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Finding 3 Talking to Others About Sexuality and Intimacy

Participants’ quotations: “He [my doctor] says things like ‘down there’ referring to
vaginas, my family doctor. He is sort of my age and it’s awkward for him I guess ... given
that you can see that he doesn’t ask too much about our sex lives.”

Authors’ interpretation: In summary, considering participant’s narratives of sexuality as
“irrelevant’” and service provider’s assumptions and discomforts, it is not surprising that
sexuality is a topic absent in the caregiver and health care service provider encounter.
Study 6 Experiences of long-term home care as an informal caregiver to a
Authors spouse: gendered meanings in everyday life for female carers

‘findings Eriksson et al., 2013

From abstract: The findings of this study show that the informants frequently reflected on
their caregiving activities in terms of both general and heteronormative expectations.

Finding 1 Hetero-polarisation in the relationship

Participants’ quotations: “There iS no point in arguing, to say anything. In this case, for
the woman it is ordered silence in the assembly, a sense of reason doesn’t exist. I’1l think it
is hard, it really is.”

Authors’ interpretation: The women felt there were no ‘rational’ arguments they could
present to their husbands, family or friends for meeting their own needs; rather, their
partners’ cognitive impairment took precedence.

Finding 2 Introspection connected to caring activity

Participants’ quotations: “It is typical for women, it’s in our genes to take care of
everything and constantly worrying about everything, it is like all the world’s problems are
resting on your shoulders. But for men, they seem to go along no matter what, because they
got the women to rely on.” “And my girls, they are coming and going like frequent flyers in
our house, one of them lives a two-hour drive away and the other lives about three hours
away, still they’re doing everything they can to support, help and arrange our lives to the
best, but it isn’t easy.”

Authors’ interpretation: Many different arrangements can be made to keep the personal
responsibility for the caring within the ‘family’. The nurturing skills associated with each
of the different roles throughout a woman’s lifetime, such as ‘daughter’, ‘wife’ and
‘mother’, provide support, maintain continuity, and can be regarded as important resources
for both the family and society in general.

Study 7 Beyond Familism: A Case Study of the Ethics of Care of a Latina
Authors Caregiver of an Elderly Parent with Dementia
‘findings Flores et al., 2009

From discussion: Ana’s narrative shows the struggle of a second-generation, working-
class Latina daughter to conform to a Latino ethics of care, to negotiate the cultural
mandates of familism, and to provide compassionate care for her mother.

Finding 1 Understanding Her Mother’s lllness

Participants’ quotations: “She has always been a stressful person.”

Authors’ interpretation: Ana’s explanatory model of her mother’s illness is consistent with
other accounts of how Latino caregivers and family members “explain” the cognitive and
behavioral symptoms of dementia as being related to “nerves” or long-standing personality
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traits. Ana’s nativity in the United States, her awareness of dementing illnesses, and her
belief that her mother suffers from dementia, she relies on a “cultural” explanation for her
mother’s behaviors.

Finding 2 On Becoming a Caregiver

Participants’ quotations:” My brothers are kind of in their own little world, you know. |
think it has to do with the culture a lot of it, you know, how they are brought up. Like my
Mom has always had this thing that men are to be catered to and women are pretty
basically on their own.”

Authors’ interpretation: \While female caregiving of elders is not a uniquely Latino
phenomenon, Ana assumes the primary caregiver role because she sees it as a cultural
mandate rooted in familistic values; thus, she carries forward the tradition by assuming the
caregiver role for her mother.

Finding 3 Model of Care

Participants’ quotations: “When she gets verbally (abusive), sometimes I will listen, but
then there are other times that I just, I find myself losing it to be honest, you know. I just
answer back, you know, and then she becomes more ... and I try, you know, to be more on
top of it. I just walk away. I just walk away, and she will continue.”

Authors’ interpretation: Ana reported relying on her love for her mother to remain patient
and compassionate. She alternates between accepting her caregiver role as an obligation,
given her cultural upbringing, and wanting to run away and escape her mother’s outbursts,
which she sometimes does by locking herself in her room.

Study 8 Releasing from the Oppression: Caregiving for the Elderly Parents of
Authors Japanese Working Women

‘findings Hashizume, 2010

From abstract: | generated a substantive grounded theory, resulting in the identification of
the core concept of “releasing self,” which included three dimensions: laughing away, self-
belief, and losing enthusiasm for the elderly and elderly care.

Finding 1 Following the Norm Automatically

Participants’ quotations: “When I started taking care of my mother-in-law, | was the only
one to handle it. Both my husband and my daughter had jobs.”

Authors’ interpretation: They performed all of their tasks without complaining.

Finding 2 Reducing the Amount of Tasks

Participants’ quotations: “Ten years have passed since I started taking care of my mother.
I am also getting older and cannot give her [a] bath alone.”

Authors’ interpretation: All the caregivers discovered their limits of power and stamina to
manage their numerous tasks alone.

Finding 3 Attributing the Choice of New Coping Strategies to Change with the Times
Participants’ quotations: “Some elderly people dislike seeing men in the kitchen, but
nowadays men and women are equal.”

Authors’ interpretation: Caregivers recognised that meeting the needs of their husband
and the elderly parent was incompatible with the continuance of the woman’s own work
and the valuing of her personal life.

Finding 4 Feeling Oppressed
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Participants’ quotations: “Because I am so busy with work and caring for my mother, my
home is an untidy mess. That makes me feel ashamed.”

Authors’ interpretation: This step, feeling oppressed, involved five categories. Three of
them, “feeling sorry,” “feeling guilty,” and “feeling ashamed” represent a caregiver’s
negative feelings about herself. Those feelings arose from remorse for having gone against
the norm. The other two categories, “feeling angry” and “feeling disgusted,” represent the
attitudes of the caregivers directed against the caregiver’s unreasonable conditions.

Finding 5 Releasing self

Participants’ quotations: “Even though I implore my husband about gender equality, he
never puts his hands to housework. I sometime tease him and say, “How would you survive
by yourself if I get sick and go into hospital?”

Authors’ interpretation: Releasing self includes three dimensions: laughing away, self-
belief, and losing enthusiasm for the elderly and elderly care.

Finding 6 Making Accomplishments

Participants’ quotations:” \When | get paid, | feel I am evaluated exactly and that gives me
energy for tomorrow.”

Authors’ interpretation: Successfully managing these demands brought the caregivers a
substantial sense of achievement and psychosocial reward.

Study 9 Living and loving with dementia: Negotiating spousal and caregiver
Authors’ identity through narrative
findings Hayes et al., 2009

From abstract: The intensive interviews confirmed that identity change on the part of sick
spouses had important implications for intimacy, although not always in adverse ways.

Finding 1 How ADRDs affect intimacy.

Participants’ quotations: Caregiver husband: “““Some of your friends just kind of hold you
at arm's length when you've got, your spouse has Alzheimer's disease.” Caregiver wife:
“And it's a little embarrassing to be someplace and people are looking at him like.”
Authors’ interpretation: The meaning of sexual intimacy and its relation to self- identity
was at least partially structured by gender. While husbands frequently struggled with their
continued desire to have intercourse with an increasingly impaired spouse, wives often
resented their continued sexual intimacy with husbands who were no longer seen as
husbands, but children, or empty bodies or different, less desirable persons.

Finding 2 The role of gender in structuring intimacy

Participants’ quotations: Caregiver husband: “She's lost memory skills, she's lost some
certain physical skills, she can't focus in on things, but Kay's still Kay.” Caregiver wife:
“I’m tired. I do not want sex. ‘I don't want sex with you because you're not who you were
before.”

Authors’ interpretation: Men expressed changes in their level of sexual intimacy due to
the effects of the ADRD on their wives, the breaking down of bodily functions and changes
in appearance were the principle reasons they defined their wives as “less sexy,” and not
being a “woman first.” Husbands often expressed frustration over discontinued sexual
intimacy while wives expressed frustration over a lack of emotional, and intellectual and
instrumental reciprocity as sexual intimacy continued.
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Finding 3 The importance of reciprocity in retaining intimacy

Participants’ quotations: Caregiver husband:” I couldn't get her interested enough to
where | felt comfortable proceeding. . . that's one of the functions that's just left her. I mean
to know actually what it [sexual intimacy] even was.” Caregiver wife:” ‘Okay you can't do
anything during the day, and you say you can't figure out anything, but you still want sex.’
I mean ...well like he says, ‘I can't, you know, I can't balance a checkbook. I cannot do this,
and I can't remember things. I can't fix my own meal,” but still you want intimacy. You
want sex. In that area your memory is just fine.”

Authors’ interpretation: For the caregiver wives who did continue to share sexual
intimacy with their husbands, they often resented the lack of emotional reciprocity and
their husband's inability to help in daily household activities while they were expected to
continue to fulfill their “wifely duties.” The most important aspect of self-disclosure for
men was that it served to indicate spousal consent, while for women it represented
emotional, intellectual, and pragmatic involvement in activities outside of sexual
intercourse.

Study 10 Responding to Symptoms of Alzheimer’s Disease: Husbands, Wives, and
Authors the Gendered Dynamics of Recognition and Disclosure

‘findings Hayes et al., 2010

From abstract: Men were slower to recognise the symptoms of ADRDs, with social others
usually bringing the problems to their attention. They often attributed symptoms to a less-
problematic cause and engaged in extended normalisation of their wife’s condition.
Women were quicker to recognise symptoms and often noticed subtle changes in their
husbands but failed to take action quickly. They were reluctant to disclose their concerns
to their impaired husbands, which might have protected the husband’s masculine identity
and served to maintain the wife’s own sense of self in relation to him. We suggest that
husbands were able to normalise because the wife’s symptoms did not change marital
authority dynamics, but authority relations were reversed by the illness for caregiver
wives.

Finding 1 Identifying Moments

Participants’ quotations: Caregiver husband:”’ She just would not quit working.”
Caregiver wife: *The first thing that happened [was that] he had always had the ability to
put the eight people in the square back together again. It was always appreciated that he
was able to do that. | noticed that he was not doing that anymore and | thought, how
strange.”

Authors’ interpretation: In general, caregiver husbands were likely to engage in extended
normalisation and appeared initially to incorporate their wife’s symptoms into the
customary flow of marital interaction. The dynamics of symptom recognition and response
for wives tended to differ sharply as they quickly recognised the behavioral changes but
were slow to act on them. Caregiver wives were quicker to interpret behavioral changes as
cognitively related but expressed a reluctance to confront their husbands about their
interpretations.

Finding 2 Acting on symptoms
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Participants’ quotations: Caregiver wife: “He went through a period of time in which he
was very emotional. He would cry and he would say, “What is wrong with me?” And I just
kind of told a therapeutic lie. I said, “Do you remember when you had that bleeding in
your head?” And he could relate to that. And I said, “That did damage to your nerves and
brain cells in your brain. And some of that is nothing that you can help, nothing that can be
corrected... It’s just there... And we’ll work together as a team and get through it.”
Authors’ interpretation: Caregiver wives’ decisions to withhold the diagnosis from
cognitively impaired husband might have served to protect the status and identity of
husbands and, in turn, women’s own identities as wives. Consistent with prior research,
men were generally saddened but accepting of the changes they observed, and proud that
they were able to care for their wife.

Study 11 Discourse-derived perspectives: Differentiating among spouses’
Authors experiences of caregiving

‘findings Hepburn et al., 2002

Authors’ findings

From abstract: Results partly confirmed previous findings that wife caregivers are more
distressed than husbands, but the results also indicated these caregivers were more similar
than dissimilar.

Finding 1 Occurrence of coded expressions (gender focus)

Participants’ quotations: no gender assigned: “The next time he does something, I’'m
going to get mad and finally I’'m going to blow up.” “.”

Authors’ interpretation: \We were surprised to note the low frequency with which
caregivers mentioned certain themes noted in the literature on caregiving. For example,
there was almost no mention of the rewards of caregiving, a very low frequency of mention
of spiritual dimensions for their activities, and infrequent mentions of the use of humor or
the need for additional knowledge for caregiving.

Finding 2 Searching for differentiating factors (gender focus)

Participants’ quotations: Caregiver wife:” it’s like a constant death.”

Authors’ interpretation: Other results support the gender-based view of caregiving impact
but admit to alternative explanations.

Finding 3 Comparisons on other dimensions

Participants’ quotations: Caregiver husbands:” I don’t mind helping her and doing things
for her and that. Um, I think that if you love somebody you just take those things as
something that you do or that you are willing to do, you know. So, that’s what I do.”
Caregiver wives:” Um, it’s been real frustrating.”

Authors’ interpretation: We labeled the framing categories relational (linked with “couple
identity affirmation”), instrumental (“more work™), role acquiring (“acquisition of new
role”), and reactive (where the transcript contained none of the three codes, but spouses
described their caregiving experience in terms of their reaction to the losses associated with
dementia). Relational spouses seemed in much better condition than those in the other
groupings, indicating a balanced and engaged life with their spouse. Reactive spouses
appear more ambivalent than either the relational or the instrumental spouses. They
continued to express a felt connection with their spouse, but also a sense of loss of
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relationship with the spouse. Role acquiring spouses were the saddest of all the groups, but
also expressed a sense of satisfaction in their own development. Like the reactive spouses,
the role acquiring spouses spoke more frequently about losing the spouse they knew, but
they also mentioned continued shared activities with the spouse.

Study 12 Developing a Cultural Model of Caregiving Obligations for Elderly
Authors Chinese Wives

‘findings Holroyd, 2005

From abstract: The model proposed for interpreting elderly Chinese wives’ caregiving
obligations highlights the tension-filled links between Confucianism and government
guidelines, early and ongoing socializing experiences, and self-identity.

Finding 1 Marital Duty-Bound Roles and Responsibilities

Participants’ quotations: “It’s my role as a wife.”

Authors’ interpretation: Behaviors such as caregiving may be so deeply internalized,
while at the same time may provide a reward and directed role.

Finding 2 Reciprocity and Burden

Participants’ quotations: ““1 have for him all this time and he never really did much for me
only some money over the years.”

Authors’ interpretation: Some wives who were caregivers felt that, within the confines of
marriage, they had given enough.

Finding 3 Public Guidelines and Upholding Reputations as Chinese Wives
Participants’ quotations: “We Chinese women are very traditional; you stay with your
husband until he dies.”

Authors’ interpretation: The self-identity of a wife who is a caregiver becomes equated
with her social position.

Finding 4 Monetary Restrictions

Participants’ quotations: “Our family budget is very tight because I had to give up my
job.”

Authors’ interpretation: This lack of finances combined with the lack of public support for
their plight means wives who are caregivers are often left with feelings of confusion and
hopelessness.

Finding 5 Affection as an Emotional Force to Sustain Caregiving

Participants’ quotations: -

Authors’ interpretation: This couple fully expected a time when the care would reverse
again.

Finding 6 Effects of the Caregiving Role

Participants’ quotations: I have to cook for him every day and the food is so tasteless. I
tell him to sit on the chair, and he yells at me.”

Authors’ interpretation: Wives emphasized the emotional burden and anxiety associated
with the daily grind of caregiving.

Finding 7 The Creation of Self-l1dentity Through Caregiving

Participants’ quotations: “..it has given me a new reason in my old age.”
Authors’ interpretation: Creation of self-identity through caregiving.

Study 13 Caregiving Between Two Cultures: An Integrative Experience
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Authors Jones et al., 2002
‘findings

From abstract: Analysis of interview data led to development of a substantive theory of
caregiving between two cultures, reflecting the paradox of living and caregiving by two
sets of standards and worldviews. The primary strategies used to manage the caregiving
challenges were connecting and calibrating. Through personal growth and finding
meaning, the caregivers integrated the caregiver role into their lives and became more
connected with their families and within themselves.

Finding 1 Causal Conditions Transplanted Filial Values

Participants’ quotations: “It is my duty to take care of them. As Chinese, we received this
kind of education.”

Authors’ interpretation: Their sense of obligation, filial responsibility, and commitment
was evident in comments from many participants.

Finding 2 Contextual Conditions in Transition

Participants’ quotations: “1 am a mother, grandmother, and also a daughter and, of course,
a wife. I find it very difficult.”

Authors’ interpretation: Cultural assumptions associated with the roles of mother,
daughter, and wife were often inherently conflicting between the traditional and new social
systems.

Finding 3 Strategies Connecting and Calibrating

Participants’ quotations: “A woman who has problems with her husband, I don’t think can
go through this . . . Without his support, without his understanding, I could not do it.” “This
is planned by someone who can see many things we cannot see. That is God, and He
prepared me for this.”

Authors’ interpretation: Connecting with family resources. This was a common strategy
the caregivers used. Help from husbands directly in providing the care and indirectly in
handling other tasks that freed the women for caregiving was frequently mentioned.
Caregivers acknowledged the support of husbands in welcoming their parents to live with
them and in helping financially. The principle of reciprocity in the sharing of filial
responsibility was also evident.

Finding 4 Consequences Integration

Participants’ quotations: “If everything is smooth along the way, [if] there are no
difficulties in your life, you are not going to be strong because you have not experienced
battles and have not get the training. Because you have gone through many difficult things,
you become a strong person.”

Authors’ interpretation: In spite of the difficulties associated with caregiving, caregivers
found ways to manage the challenge and to integrate the caregiving role into their lives.
Some even reported positive outcomes. Many of the caregivers perceived the challenge of
caregiving as a stimulus for personal growth.

Study 14 Older husbands as carers: Constructions of masculinity in context of
Authors caregiving

‘findings Kluczynska, 2015
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From abstract: The findings revealed four ways in which older caregivers talk about
masculinity, and for all of them hegemonic masculinity was a point of reference.
Masculinity was defined not only in relation to the carer’s role, but also old age and the
state of men’s health. The ways of perceiving the activity of caring were crucial. Analysis
allowed the main motives of providing care to emerge obligation, love, and attachment.
The research findings showed that an important factor in the way masculinity is
constructed by older men caring for their wives was the definition of care. Men who
perceive care as a masculine task feel less frustrated in the care-giver role, and sometimes
gain satisfaction and a source of self-esteem from caregiving.

Finding 1 Older men’s motives for caring for their wives

Participants’ quotations: “We spent 50 years together... it’s my duty, full stop!” “That’s
my wife, I promised till death us do part” “My conscience wouldn’t allow me to act
differently, as long as I can still do it”

Authors’ interpretation: The most common motivation was marital duty.

Finding 2 Household duties and work in the context of caring and the construction of
masculinity

Participants’ quotations: ‘1 have never distinguished female tasks from male tasks. Work
is work, and it’s got to be done.”

Authors’ interpretation: My analysis showed that men more often indicated the practical
dimension of care, whereas the emotional one receded into the background. The practical
dimension of care, being more visible and often more time-consuming, might be defined as
the more important one.

Finding 3 Construction of care and the carer’s role

Participants’ quotations: “Who should do the job of caring? I’m supposed to get another
person in to do it?” “We are together, what can [ do?”

Authors’ interpretation: Men have a tendency to describe themselves as the person who

cares by way of continuous commitment and responsibility, which is manifested through

providing financial support.

Finding 4 Construction of masculinity and care

Participants’ quotations: “being a man” “

Authors’ interpretation: Analysis revealed four ways of talking about masculinity, and for
all of these, hegemonic masculinity was a point of reference.”

Study 15 Self-Characterizations of Adult Female Informal Caregivers: Gender
Authors Identity and the Bearing of Burden

‘findings Kramer, 2005

From abstract: Results were tabulated and critically examined in relation to stereotypical
gender traits, as well as social and political processes that create gender dichotomies.
Overall, self-characterizations indicated caregivers had internalized stereotypical female
gender traits that support and facilitate the enduring of burden.

Finding 1 Characterizations and female gender identity

Participants’ quotations: “Unsure and distrustful, obligated to care, alone, broken, and
invisible, resigned and accepting, wise and resourceful, organizer, planner, mother and
healer, honest, fair, hopeful with faith, ambivalent, guilty, dependent ,weak, grateful
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fortunate, privileged, happy, satisfied confident and capable, out of control, needed, extra
miler, intuitive, equal, self-caring, not a victim and intact.”

Authors’ interpretation: Self-characterizations can be interpreted in multiple ways and
characterizations that, on the surface, seem inconsistent with female gender identity and
can be read as supporting multiple females identified traits

Finding 2 Female gender identity and burden

Participants’ quotations: -

Authors’ interpretation: \Women, drawing from self-characterizations provided, have
internalized characteristics consistent with a selflessness that is fundamental to the
provision of unpaid caregiving labor. Four overarching characteristics of selflessness
predominate. These caregivers, on the whole, self-characterized as being (a) open and
available to lovingly care, (b) indecisive and uncertain of themselves, (¢c) compliant and
accommodating to the situation, and (d) dutiful and obligated to endure through the course
of care provision.

Study 16 Concepts of Burden in Giving Care to Older Relatives: A Study of
Authors Female Caregivers in a Mexico City Neighborhood

‘findings Mendez et al., 2008

From abstract: Burden was a multi-dimensional construct that referred to specific
situations that made caregivers feel emotionally or physical “heavy.” Burden also referred
to “being a burden” by being in the way, making things difficult, or being a ‘weight’ on
caregivers’ shoulders. However, women in this study also viewed burden as a positive
sacrifice that involved love, initiative, and good will. This study is an important first step in
defining the ways in which caregiving is positively and negatively meaningful for Mexican
caregivers and their families.

Finding 1 Physically and emotionally pesado (heavy) situations

Participants’ quotations: “tires me a lot. My back gets tired, it makes me pesado.” “Ay! I
cannot [do it anymore]. I think my entire body gets tired and sometimes and I [can’t] give
but at the same time, I try to revive myself and keep going.” ““Okay, yes, I used to see that
it was making me pesado but I didn’t know it. Now, I see it that way, right? It used to be
very pesado to take care of her [mother-in-law]. After a while | was getting frustrated
because she didn’t want to eat and I almost had to force her to take food, I had to get her
get up to go to the bathroom and all that. And you know, | have seen it with my dad [too].
Yes, I feel that, yes, it’s pesado to take care of a sick person.”

Authors’ interpretation: For the women in this study, burden referred to tangible situations
that were emotionally or physically pesado for them.

Finding 2 Ser carga (being a burden)

Participants’ quotations: “Let us imagine that I’'m 70 years old and she [daughter] is
twenty-something and married with children. I’d tell her, ‘listen, daughter, attend to your
children, your husband, your life. Don’t worry about me. If I can serve you in some way,
I’m here but I’'m not going to be a burden on you.””

Authors’ interpretation: The women also viewed burden as an undesirable state of
dependency (ser carga) that inflicted stress or pain on others.

Finding 3 Burden as sacrifice
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Participants’ quotations: “this love to do it, this good will that [makes me] want to do it.”
“that having to deal with sick persons, for me, is a form of purification, of unification; I
don’t see it as a punishment, and I don’t complain. No, for me it has been something
positive.”

Authors’ interpretation: Burden meant sacrificing for others in ways that were rewarding
for caregivers. We found that the perceptions of burden differed between younger and older
generation caregivers; younger caregivers tended to view burden positively and negatively
whereas older caregivers were neither positive nor negative in their assessments of
caregiving.

Study 17 The Importance of Reciprocity for Female Caregivers in a Super-Aged
Authors Society: A Qualitative Journalistic Approach

‘findings Paillard-Borg and Stromberg, 2014

From abstract: Reciprocity was identified as the glue holding the joy and burden of the
role of caregiving for elderly parents. Moreover, gender was identified as a motivator for
reciprocity from a macro to a micro level in a super-aged society.

Finding 1 Gender

Participants’ quotations: ‘Y es, usually women take care of the elderly family members,
but some are not happy about it but they do it.

Authors’ interpretation: Anticipated acceptance: She described that it was expected of her
family but also her community that she would take over this role. Traditional role:
According to Miho, the responsibility for taking care of elderly family members was
almost at all times assigned to the women when the time came. Historical adjustment: was
a recurrent topic during the interview that the younger generation did not have the same
respectful attitude toward elderly persons as their own parents probably had.

Finding 2 Reciprocity

Participants’ quotations: “When I am not home, I can call my neighbors and they take
care of my parents. We look after one another. Authors’ interpretation: Belonging. The
important role of informal support that took place in a neighborhood where the elderly
lived was also a frequent subject matter during the interview. It was observed that the use
of “I” was immediately changed to “we” when a general opinion was expressed. Family
resources. Concerns and worries related to finances were often expressed by Miho. Miho
expressed frequently during the interview the importance of intergenerational contact. She
stated that it was her observation that grandchildren were not spending as much time with
their grandparents in Tokyo compared with the more traditional countryside. Adaptive
creativity. Miho voiced confidence when discussing the concrete opportunities of
intergenerational relations. Throughout the narrative, the implication of Confucianism,
strongly based on exchange and mutual benefit or reciprocity, on familial expectations is
present.

Study 18 “All my life is one big nursing home”: Russian immigrant women in
Authors israel speak about double caregiver stress

‘findings Remennick, 2002

From abstract: Coupled with the challenges of resettlement, this double caregiver stress
led to significant emotional and physical burnout. Exhaustion and tight time budgets led to
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health problems and poor self-care among these women. The informants’ social networks
were mainly coethnic, and their coping tools drew on the Israeli-Russian community. The
study concludes that, even in the relatively egalitarian Russian—Soviet gender system,
women function as principal caregivers, often at the expense of other life goals.

Finding 1 Occupational and social downgrading

Participants’ quotations: “None of us aspired to this kind of daily routine at work when
we embarked on emigration.”

Authors’ interpretation: Functioning as caregivers for two generations, while giving them
much power in the domestic realm, often hinders immigrant women from pursuing upward
occupational mobility in the new society.

Finding 2 Family-related pressures

Participants’ quotations: “Men have more to lose, and they are less ready for these
losses—we should make things easier for them,”

Authors’ interpretation: The flow of support and instrumental help was often imbalanced
or even one way—from the women “in the middle” to the rest of the extended family
members.

Finding 3 Elder care

Participants’ quotations: “you wouldn’t like to be done to yourself when you get old.”
Authors’ interpretation: In moral terms, placement was seen as a betrayal of a helpless
parent.

Finding 4 Some outcomes of double caregiving

Participants’ quotations: *“ So my life is one big nursing home.”

Authors’ interpretation: Successful coping also depended on the amount of help they
could summon from other able-bodied family members. Chronic role strain, aggravated by
some physically demanding tasks, often resulted in various health problems, both somatic
and psychological.

Finding 5 Social support: the role of “Russian” networks.

Participants’ quotations: “My female friends, fellow immigrants, often prove more
understanding and helpful than the family.”

Authors’ interpretation: In their daily struggles, my informants invariably sought, and
found, support among their immigrant friends.

Study 19 Real men, real husbands: Caregiving and masculinities in later life
Authors’ Ribeiro et al., 2007
findings

From abstract: Through analytic methods based upon content analysis and open coding,
authors found that when describing their gendered understanding of themselves
participants evidenced several negotiations with the dominant masculine ideology in order
to maintain their sense of masculinity and legitimate their presence in a feminine role. This
was accomplished by reframing their definition of a man and reinforcing that of a husband
and by retaining varying degrees of power over the caregiving relationship. The social
visibility of the role within particular gendered community-based social networks was
found to be important in shaping these older men's masculinities.

121



Finding 1 A (wo)man in charge ‘Man/husband/ caregiver’ ‘Power and the caregiving
relationship’

Participants’ quotations: “I am a man—-woman. | am a man, as a man, [participant's
emphasis] you see? I worked all my life, I was a very hardworking man... then I came
home, and I became a woman, you see? I started to be a woman.” “It's harder for a woman
to take care of a man; a man has more strength than a woman” “Well, I feel no shame. [?]”
“She now totally depends on me, there's no one else here but me.”

Authors’ interpretation: In the participants' description of their experience as caregivers,
their perception of being in a domain that endangered their sense of masculinity was
salient. Caregiving was defined as something “logical” and “natural” within a marital
relationship and that interpretation eliminated any potential threats to our participants’
masculinity. The balance of power between the caregiver and the care-receiver was also
found to be present in the husbands' position of enhanced authority while the wives
assumed a dependent position, which was more prominent in the situations of moderate
and severe ailment.

Finding 2 Social visibility of care ZPerceived social honour’ ‘Role’s social legitimation’
‘Against the mainstream’

Participants’ quotations: ‘“People see me doing things and say, ‘you're really one of those
husbands... one of those husbands like all should be!”

Authors’ interpretation: Perceived social honour, as a source of self-esteem and self-worth
for older male carers has been related to positive aspects of care), and, in being salient in
the participants' description of their everyday life with caregiving tasks, such positive
visibility seems to play an important role in their sense of masculinity as well.

Finding 3 Contemporary notions of masculinity

Participants’ quotations: “Thirty years ago it would be shameful for a man to do certain
things.”

Authors’ interpretation: A very few participants, all belonging to a specific subgroup that
had higher education and presented the higher incomes of the sample, had a particular
understanding of masculinity. They personally defined caregiving as something normative
for any person and not dependent of any gender ideology or kin relationship. In their
opinion, caregiving within a marital relationship was something broadly accepted
nowadays.

Study 20 Sighs, smiles, and worried glances: How the body reveals women
Authors’ caregivers' lived experiences of care to older adults
findings Silverman, 2013

From abstract: The data revealed a caregiver habitus characterized by the performance of
emotional labor. Performance was visible through dissonance between the caregivers'
verbal and nonverbal expressions and pointed to a high degree of emotion and body
management.

Finding 1 The caregiver habitus
Participants’ observation: Bonnie is emptying dishes from the dishwasher. She looks up, a
glass in her hand. She whispers quietly, “You never know. From moment to moment.”
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Authors’ interpretation: The common dispositions among the caregivers indicate that
when women become caregivers, they acquire a common code of socially imprinted,
gendered expectations that are learned through the implicit and explicit messages of their
social emplacement — watching others, interpreting statements from healthcare
practitioners, and imagining what it means to be a caregiver.

Finding 2 Becoming versus performing the caregiver habitus

Participants’ observation: She then turns to face the bathroom and calls to Molly in a
cheerful voice, “You ok there Mom?”

Authors’ interpretation: The data illustrated that the caregivers performed on the front
stage, or the public zone, as well as the backstage, where the performance is prepared.

Finding 3 Emotional labour

Participants’ observation: She says “NOPE” and then finishes pulling down the diaper.
Authors’ interpretation: 1f performance was revealed through dissonance between the
caregivers' verbal and nonverbal expressions, at the heart of this dissonance was the
attempt to accomplish the emotional labor necessary for caregiving.

Finding 4 Intersubjectivity and relational boundaries

Participants’ observation: She yells to him “WHY ARE YOU THROWING OUT MY
BOX?” Eli opens his eyes and says, “What box?”’

Authors’ interpretation: Eruptions of conflict challenged the performance of emotional
labor, pushing forward a full range of sentiments.

Finding 5 Divestment in health capital

Participants’ observation: Her right-hand rests on her forehead. “He used to take care of
me, | was the sick one. So, it makes it very difficult.” Susan raises her hands again to fiddle
with her hair clip. “I was always known, as the sick one and all of a sudden he, he does
this.”

Authors’ interpretation: The data demonstrated multiple examples of the women divesting
in their health, or depriving themselves of their bodily or health needs, confirming in part
what research has shown about the prevalent self-neglect or negative health behaviors
among caregivers. Despite the underlying moral reasons, the caregivers' divestment in their
own health nonetheless led to resentment.

Study 21 Family Caregivers of Impoverished Mexican American Elderly
Authors’ Women: The Perceived Impact of Adult Day Care Centers
findings Valadez et al., 2005

From abstract: Emergent themes and categories included (a) caretaking and gender
differences, (b) resistance to nursing homes, (c) negative perceptions of White caregivers,
(d) perceived positive effect of ADCs on the elderly parent’s physical and emotional
(depression) states and the elderly parent—caregiver relationship, and (d) the negative
effects of stress associated with caregiving.

Finding 1 Caretaking and Gender differences

Participants’ quotations: “Yeah, I just think it is the way that my parents raised us.”
Authors’ interpretation: FMPs reported that women were the predominant caregivers for
the elderly in the Mexican American culture.

Finding 2 Resistance to Nursing Homes
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Participants’ quotations: “So, if that person gave you love while you were growing up,
how could you repay them by putting them in a place where there is no love?”

Authors’ interpretation: The negative sentiment toward nursing homes tended to cluster
around these facilities’ reputation for abuse.

Finding 3 Perceptions of White Caretakers

Participants’ quotations: “Look, I don’t have anything against White people... We
Mexicans do not do that.”

Authors’ interpretation: The responses were consistent in the belief that Whites did not
care as much about their elderly relatives

Finding 4 Perceived Emotional State and Impact of ADC on Elderly Relative Depression
Health changesRelationship between the FMP and the elderly relative.

Participants’ quotations: “Before she came to the center, she was always getting sick and

depressed.”

Authors’ interpretation: According to FMPs, isolation and lack of social stimulation were

two of the main contributors to their elderly relative’s depression.

Finding 5 Caregiver Burden and Impact of Adult Day Care Center Services Worry and
guilt Time for family.

Participants’ quotations: “The ADC has helped a great deal. I leave her off and I feel
relieved.”

Authors’ interpretation: Two dimensions of worry and guilt emerged from the interviews.
The first was related to FMPs’ natural preoccupation with their elderly relatives’ well-
being while they were away at work. The second dimension of worry and guilt had a
stronger reflective component.
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Table 11. Participants' demographics systematic review

Number/ Age Country  Occupation or Class Relationship to the Care
Gender of Study Receiver
1 4 Male 80+ USA Retired Spouse/Partner
2 26 Male  70-79  Australia  Professional, Managerial,  Spouse/Partner
Skilled, Unskilled,
Retired
3 9 Male/  53-78  USA Middle Class Spouse/Partner
13
Female
4 9 Male 65-83 USA Upper, Middle, Working ~ Spouse/Partner
Class
5 6 Female 60-80 Canada Unassigned Spouse/Partner
6 12 60-80  Sweden Unassigned Spouse/Partner
Female
7 1 Female 52 USA Working Class Daugther
8 11 39-52  Japan Employed, Self Daugther/ Daughter-In-Law
Female Empooyed
9 13 Male/  50-80+ USA Unassigned Spouse/Partner
15
Female
10 | 13 Male/ 50-80+ USA Unassigned Spouse/Partner
15
Female
11 | 39 Male/ 73 USA Not Employed (Mainly),  Spouse/Partner
93 mean Part Time, Full Time
Female age
12 |20 65-91  China Not Employed/ Spouse/Partner
Female Previously Employed as
Maids
13 |41 38-68 USA Housewives, Work in Daugther/ Daughter-In-Law
Female Health and No Health-
Related Field
14 | 10 Male 64-90  Poland Various Occupational Spouse/Partner
Backgrounds
15 | 36 42-86  USA Unassigned Spouse, Parent, Sibling,
Female Other Relative
16 | 41 19-83  Mexico Unemployed, Part Time, Daughter, Granddaughter,
Female Full Time Daughter-In-Law, Spouse
17 | 1 Female 40+ Japan Educated as a Teacher Daugther
18 | 20 49 Israel Nursing, Public Social Daughter
Female Mean Services
Age
19 |53 Male 65-89  Portugal Retired, Part Time Job, Spouse/Partner
Low Education
20 | 5Female 48-63 Canada Unassigned Spouse/Partner/ Daughter
21 | 1Male/  24-55  USA Full Time Employed Son/Daughter
14
Female
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APPENDIX 2.

Table 12. Interview protocol

Domains
Methods

Interview questions

Contextualization
(Eliciting the
Lifeworld in

Natural Attitude)

Descriptive/Narrative

Context Questions

About temporality
e Can you describe the events from your spouse’s/partner’s incident to nowadays?
e How was your life before the incident?
About spatiality
e What values are related to the provision of care?
About embodiment
e What do you do to provide care?
e How has caregiving affected you physically?
e How is gender connected to your role as a caregiver?
About moodness
e What emotions are connected to your caring activities?
About project
e How is caregiving related to other essential roles and activities in your life?
About discourse
e What are the traits a man, woman or any other gender has?
e How would you describe the ideal man, woman/or any other gender?
About sociality
e What is your relationship with your spouse/partner like?
e How do other people describe you?
About selfhood
e Inwhat ways, if any, do you believe your present (caregiver) self is different
from your past (non-caregiver) self?
e What are your thoughts about being a caregiver?
e What changes do you associate with the experience?
e How do you describe the sense of control in your life?
e How do you see yourself in the future?

Apprehending the
phenomenon
(Modes of appearing)
Descriptive,
structural questions

e  Describe typical days that you provided care.
e  You mentioned that you...can you please describe what you mean...?
e You mentioned that... can you please describe what do you do to ...?

Clarifying the
phenomenon
(Imaginative
variation)
Varying of structure
questions

o If you were another gender, would you be, acted or provide care differently? If
yes in what respect would you be different?

e What are your thoughts on someone who decided not to become an informal
caregiver for their spouse?
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Table 13. Participants' consent form

CONSENT FORM FOR PARTICIPATION IN RESEARCH

Exploring informal carers' experience of gender as shaped during the care of older
individuals needing rehabilitation.

Name and Surname of Participant in the research:
Date:
Signature:

Researcher's name: loanna Zygouri

Please mark
with X if you

agree

I certify that I have read and understood the written information
regarding the above research given to me by the above researcher. |
also confirm that | had the opportunity to study this information, to ask
any guestion I had, and that all my questions are sufficient to be
answered.

I understand that my participation in the above research is voluntary
and that | am free to withdraw at any time, without being accountable
and without any consequences for my rights.

I understand that | can request access to any information I provide at
any time and claim the destruction of the information | have provided
if 1 wish.

I understand that my identity will not be revealed, or | will not be
recognised in any text resulting from the above research and produced
by the above researcher.

I accept that my participation in the above research is voluntary, and |
assure you that any risk associated with the above research has been
fully explained to me.

| agree to participate in the above research.

I agree that my answers be recorded and used for the purpose of the
research.
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