Dignity in the end of life care



To Joel and Stella



Orebro Studies in Caring Sciences 19

&

%0 pn®

NQ
AN

Lise-LoTTE DWYER

Dignity in the end of life care
What does it mean to older people and
staff in nursing homes?



© Lise-Lotte Dwyer, 2008
Title: Dignity in the end of life care — what does it mean to
older people and staff in nursing homes?

Publisher: Orebro University 2008
www.publications.oru.se

Editor: Jesper Johanson
jesper.johanson@oru.se

Printer: Intellecta DocuSys, V Frolunda 04/2008

ISSN 1652-1153
ISBN 978-91-7668-566-2



Abstract

Dwyer L-L 2008. Dignity in the end of life care — what does it mean to older people
and staff in nursing homes? Orebro Studies in Caring Sciences 19, 49 pp.

The discussion of a palliative care and a dignified death has almost exclusively been
applied to people dying of cancer. As people are getting older and are living longer, nur-
sing homes have become an important place for end-of-life care and death. Dignity is
a concept often used in health care documents but their meaning is rarely clarified.

The main aim of this thesis was to gain a deeper understanding of what dignity
meant to older people in end of life care as well as to nursing home staff. The thesis
comprises four studies. The first and second study involved older people living in
nursing home settings studied from a hermeneutic perspective. In the first study twelve
older people in two nursing homes were interviewed two to four times over a period
of 18-24 months during 2002-2003. Altogether, 39 interviews were analyzed by a
hermeneutic method. Dignity was closely linked to self-image and identity. The themes
of unrecognizable body, dependence and fragility constituted threats to dignity. The
third theme, inner strength and sense of coherence, seemed to assist the older people
in maintaining dignity of identity. In the second study the aim was to acquire a deeper
understanding of how three older women from study I, created meaning in everyday
life at the nursing home. A secondary analysis was carried out and showed meaning
in everyday life was created by an inner dialogue, communication and relationships
with others. The third study was to explore nursing home staff members’ experience
of what dignity in end-of -life care means to older people and to themselves.

Totally 21 interviews with staff were carried out and analyzed through a qualitative
content analysis. The meaning of older people’s dignity was conceptualized as feeling
trust, which implied being shown respect. Staff members’ dignity was conceptualized
as maintaining self-respect. Dignity was threatened in situations where staff expe-
rienced themselves and the older people as being ignored and thereby marginalized.
The fourth study was carried out through focus groups discussions with 20 staff
members about seven older peoples dying death and care. The analyses showed that
conversations and discussions about death were rare. Death was surrounded by silence.
It was disclosed that the older dying person’s thoughts and attitudes of death were not
explicitly known. A dignified death meant alleviation of bodily suffering and pain
and meaningfulness. The staff’s ethical reasoning mainly concerned their experience
of a gap between their personal ideals of what a dignified end of life should include
and what they were able to provide in reality, which could result in conscious stress.
Staff members need training and support. End of life care demands competence and
teamwork.

A challenge for future care of older people would be to develop a nursing home
environment in which human dignity is promoted.

Keywords: dignity, meaning, caring, end of life care, palliative care, older people,and
staff
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INTRODUCTION

This thesis is part of an interdisciplinary project entitled ‘The importance of the home as
the final place of care — Ethics in the spheres of the home and the institution’. The project
involves cooperation between nursing researchers, philosophers, theologists and
ethnologists at five institutions of higher education in Sweden: Ersta Skondal University
College, Boras University College, Linkdping University, Sodertérn University College
and Orebro University, within the research school Health, Care and Values. The aim was
to identify the care conditions in different types of accommodation from the perspective of
older people and staff. Four theses were planned within the project and this is the second
one. My thesis focuses on dignity in relation to older people at the end of life and the staff
who care for them. The overall aim is to seek a deeper understanding of the concept of
dignity from a caring science perspective.

Pre-understanding
Pre-understanding plays a significant role in hermeneutics and it is considered impossible
to grasp a phenomenon without it. According to Gadamer (1989), the reader cannot
understand a text in the same way as its author, but can acquire a new understanding. Pre-
understanding can be seen as the ground on which new understanding is built (Odman
1979; Odman 1992).

My practical nursing experience mainly involves working with older people in nursing
homes and in community care. The older people I met were all dependent on the staff for
help with the activities of everyday life. This made them vulnerable, both physically and
sometimes emotionally, and I often wondered about how they experienced dignity in their
lives. In 2001, participation as a research assistant in a project that focused on the
collaboration between research, education and clinical practice in cancer nursing called OS
(Orebro/Stockholm) provided me with an insight into palliative care philosophy.

As my practical nursing experience is rooted in the care of older people, I began to reflect
on the concept of dying with dignity from the perspective of older people, as their dying
process often is of long duration. It became clear to me that older people did not have the
same access to palliative care as other groups. The palliative care philosophy seemed to be
mainly applied to people with cancer. In my opinion, this can be seen as discrimination
against older people. When the opportunity arose to be part of the project entitled ‘The
importance of the home as the final place of care — Ethics in the spheres of the home and
the institution’ and write a thesis on this subject, it seemed natural to seek knowledge about
how older people approaching the end of life experience dignity and the care they receive.
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BACKGROUND
Caring — A human science

My thesis is based on a humanistic caring science perspective, which is concerned with
ontological questions about what it means to be a human being. Each individual is seen as
able to create meaning and as having the will to do so. Viewing the individual as a whole
person or as a unity of body and mind is the foundation upon which caring is based. It
means that a person can only be understood in relation to his or her life-story in the
specific context in which he or she exists. The holistic view of the person on which caring
science is based upon was highlighted as early as in the 1850s when Florence Nightingale
introduced a framework in nursing with focus on the person, the body and the
environment. To reach a deeper understanding of how older people and staff experience
dignity, a human science approach was chosen. The hermeneutics of Gadamer (1989) is
influenced by an existentialistic view of man, which corresponds to caring science based
on a life-world perspective. A nursing theory with a similar perspective on the human
being was presented by Joyce Travelbee (1971). This theory is based on a view of man
influenced by existential philosophy. Its central concepts are the human being as an
individual, suffering, meaning, interaction and communication. This view is of importance
in the present thesis, despite the fact that Travelbee’s theory is not explicitly related to
dying people. According to Travelbee, suffering is a fundamental human experience that
affects everyone and thereby both generalized and unique. Travelbee describes two of the
most typical reactions to suffering as: Why me? and Why not me? Suffering is described as
related to what the individual human being values in life. Another core concept in
Travelbee’s theory is meaning. According to Travelbee, a person who finds meaning in
illness and suffering receives an answer to the questions ‘Why did this happen to me?’
‘How am 1 going to get through this?” Communication and relationships are key
prerequisites in nursing care and the caring relationship is built on respect for and
understanding of each individual. Being able to see the other person for who he or she is,
involves re-evaluating the first impressions of a person and building the relationship step
by step. Travelbee emphasizes the need to see the individuals behind the “labels” of nurse
and patient (Travelbee 1971). She considers the human being as a unit made up of an
inseparable body and mind, which is close to a life-world perspective. This perspective
was also the starting point in a Swedish thesis describing experiences of suffering and
relief of suffering, as expressed by people in an advanced stage of cancer. When the body
changes due to illness and ageing, it affects one’s identity (Ohlén 2000). Identity originates
in the lived body. The bodily and emotional losses to which a person is exposed challenge
his or her self-image and experience of identity (Qvarnstrom 1993, Ternestedt ef al. 2002,
Nordenfelt 2004, The National Board of Health and Welfare 2007).

In literature as well as in everyday conversation, the concepts of caring and nursing are
used synonymously as well as two concepts with different meanings. There is consensus
about caring embracing different caring disciplines, for example occupational therapy,
medical care and nursing. Caring is also described as the essence in nursing (Leininger
1981). This draws attention to Noddings (2002) that states that caring is basic in human life
and that the human being is guided by an ethic of care in the caring of others. Values such
as, concern, goodness and love to one self as well as to others, appears as fundamental
starting points in care. In the literature, caring has often been described as ‘caring for’ and
‘caring about’. Caring for means doing something for another person, for example, in the
case of helping him or her to eat and stay clean. Caring about is less action related and
relates more to the way in which the carer shows an understanding and respect for the other
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person’s being, his or her way of thinking and feeling (cf. Cronqvist e al. 2004). The latter
also highlights the moral aspect of care, which includes the way in which care is provided.

Fawcett’s (1989) articulation of the four concepts within nursing science; person,
environment, health and nursing, has served as a foundation for many of the models within
the nursing theory discourse. Dahlberg and co researchers (2003) have to the four concepts
added a life-world perspective, suffering/wellbeing and the subjected body. They as many
others emphasize that the patient perspective should guide the care. Dignity is not
explicitly mentioned. However, the international Code of Ethics for Nurses state that
inherent in nursing is the respect for human rights, including the rights to life, to dignity
and to be treated with respect.

Health is described by Eriksson (1994) as an integrated state of well-being. This means
that a person who is going to die can experience health (Lindqvist 2007). Russel and
Sander (1998) have discussed the concept of a healthy death and considered that a health-
promoting care is an important aspect in end of life care. They define health as a person
reaching his or her realistic goals. The nurses attitude will according to Russel and Sander
(1998) involve advocating, communicating and enabling possibilities of promoting health.
The environment in which the care is carried out is also of importance for a person’s
health. Fryback (1993) is also of the opinion that a person can keep their health until death.
Health is defined as having the capacity to hope, being able to have control over one’s life
and being able to give and receive love. Fryback (1993) emphasises the person’s spiritual
health, which involves the beliefs in something greater than oneself.

Ageing and living close to death

Out of the 90 000 people who die in Sweden every year, 60 % are over 80 years old (The
National Board of Health and Welfare, 2006). Thus many older people die in nursing
homes or other forms of sheltered accommodation. The average life expectancy in Sweden
has never been as high as it is today, and the prognosis is that it will continue to rise.
According to Statistics Sweden, the population over the age of 65 years will have increased
by 13 % by 2010 and the proportion of people over the age of 85 by 20 %, of which 68.2
% will be women. In 2001, 30 % of those aged 85 and over lived in some type of sheltered
accommodation (The National Board of Health and Welfare 2006). This development is
also seen in studies from other countries, such as Canada, the USA and England. In a
Canadian study, Ross and co researchers (2000) report that by 2031 one out of every four
people will be over 65 years old. They consider it important to take this fact into
consideration when planning for future health care, especially as older people often suffer
from multiple illnesses and have significant care needs. In order to ensure quality of care
for older people, some western countries such as Canada (Ross et al. 2000) and Australia
(Australian Government Department of Health and Aging, 2004) have developed national
end-of-life guidelines. No such guidelines have yet been introduced in Sweden, although
the overall aim of the care of older people is set out in various policy documents. The
National action plan for the care of older people, for example, stresses that they should be
enabled to live an active life, provided with the opportunity to influence their environment
and allowed to age with a feeling of security. End-of-life care should be of high quality,
ease pain and discomfort and take place in a peaceful environment. Personal wishes should
be accommodated as far as possible, help should be provided where required, no one
should have to move unnecessarily between different forms of accommodation or hospitals
and no one should have to die alone (Government Bill, 1997/98:113, author’s translation).
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Although the concept of dignity is not explicitly expressed in this part of the action plan,
there is a clear emphasis on its promotion.

In 1992, the so-called Adel reform was implemented in Sweden, one aim of which was to
promote continuity for older people. Responsibility for older and disabled people was
placed on the municipalities, which also encompasses older people’s end-of-life care.

Older people as a particularly vulnerable group

Many studies show that some older people close to death are at a higher risk of not
receiving adequate treatment and not having their needs met in a satisfactory way,
especially older women with a limited social network (Ross & McDonald 1994, Clare &
DeBellis 1997, Ahronheim 1997, Thomé et al. 2004) and older people with dementia or
other cognitive impairments (Hallberg, Norberg & Eriksson 1990, McCarthy et al. 1997).

People with various chronic illnesses are also at risk of undertreatment (Gibbs &
Addington-Hall 1998, Addington-Hall et al. 1998). However, some studies reveal that
older people can be overtreated as a result of interventions without a specific aim. For
example, Lynn (1997) described how older people were subjected to revival interventions
that were of minimal interest to this age group. Under and overtreatment can be difficult to
identify, which highlights the need to involve both the patient and his/her relatives in the
care planning (Andershed, 1998; Eldh, 2006).

According to some researchers, undertreatment reflects the view of older people in
contemporary society. Froggatt (2001) and Lloyd (2002) employ the concepts of
marginalization and discrimination in their reports on the situation of older people. The
“Better care for older people at the end of life” report from the WHO (2004) explicitly
states that palliative care should involve older as well as younger people. The former do
not have the same access to palliative care as their younger counterparts with cancer
(Kallstrom Karlsson ef al. 2006). Grande and co researchers (1998) noted this and revealed
that older women did not have the same access to palliative home care as other groups.
Tishelman (1993) found that, in general, older people had less access to health care due to
their age, which can be seen as an expression of ageism. The definition of ageism is that a
person is discriminated against on account of his/her age and met by a stereotyped view
often based on perceptions and myths, instead of being seen as an individual (Andersson
2002).

The need to ease suffering

Older people’s death and dying is characterised by suffering as a result of various diseases
and the ageing process. Many have met death through the loss of relatives or close friends.
The dying process of older people often lacks specific turning points (Ross, Fisher &
MacLean, 2000, Jakobsson 2007, Andersson 2007) and is therefore more difficult to
foresee. Their death and dying has been described as a “slow death” and as gradual burn
out (Rinell Hermansson 1990, Whitaker 2004). The death of older people is often
experienced as more natural and less dramatic than the death of a younger person (Payne,
Langley-Evans & Hillier 1996, Ternestedt et al. 2002). However, studies that focus on the
thoughts and existential needs of older people show that their needs are often congruent
with those experienced earlier in life. In a relatively early study, Fry (1990) found that
many older people expressed a fear of losing their self-respect and dignity, dying alone and
of what follows death. Older people’s ways of coping with death are described as related to
their beliefs and outlook on life (Fry 1990). Rinell Hermansson (1990) studied older
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people’s attitudes to death at the end of life by means of interviews with relatives after the
person’s death. Some viewed death as a part of life and did not fight it. Others resisted it to
the end or were indifferent towards it, while some wanted to die. The wish to die could be
integrated within the person but could also reflect temporary thoughts and feelings
(Feigenberg 1977, Qvarnstrom 1979). Some studies that deal with older people’s situation
describe meaningfulness, meaninglessness and dignity. Whitaker (2004) found that, among
older people, everyday life was to a high extent characterised by meaninglessness. It was
described as lacking in content and meaning and the nursing home was characterised as a
culture of waiting. The relation between meaningfulness and quality of life has been
described as important for severely ill cancer patients (Sahlberg-Blom ez al. 2000; Melin
Johansson 2007). Conversation and togetherness with others as well as participation in the
care have been found to be vital (Thorne ef al. 2008). The need to talk about life and death
was emphasized by Feigenberg as early as 1977. It is reasonable to assume that older
people are no different to patients with cancer in this respect. They have also a need to
participate in their care which has been described in several studies (Mattiasson &
Andersson 1995, Mattiasson & Andersson 1997, Bottorff er al. 1998, Randers &
Mattiasson 2003).

The concept of dignity

A dignified death, an appropriate death and a good death are often used as synonymous but
their meaning is rarely clarified. Weisman (1974) discussed an appropriate death by which
he meant a dying and death that reflects the person’s identity and values. The concept of
dignity is frequently used in daily nursing practice and has a significant role in both
Swedish and international healthcare documents (The Health and Medical Service Act
1982:763; SOU 1997; Department of Health, 2001: International Code of Ethics for
Nurses, 2000). A number of researchers have carried out studies connecting this concept to
nursing activities. According to Haddock (1996) and Mclntyre (2003), dignity is of
relevance to all those involved in caring. Enes Duartes (2002), Fenton and Mitchell (2002),
Seedhouse and Gallagher (2002) and Jacelon and co researchers (2004) emphasize the
importance of the relationship between the patient and health care staff, stating that it is a
vital element in the promotion of patient dignity.

According to Jacelon and co researchers (2002), dignity is related to basic humanity.
Human dignity can be experienced subjectively as an attribute of how a person perceives
him/herself and is revealed through a person’s behaviour towards self and others. Gallagher
(2004) attributes two important values to the dignity concept. Self-regarding dignity refers
to one’s own sense of personal dignity, while other-regarding dignity concerns others and
includes activities that strengthen their dignity. This is close to what Haddock (1996)
described as having dignity, being treated with dignity and actively giving dignity to other
people. These studies highlight the fact that dignity is closely related to identity.
Nordenfelt (2004), who discusses four types of dignity, states that a person’s dignity of
identity is affected by ageing itself, as it is followed by for example, loss of autonomy. A
person’s dignity of identity can also be affected by how a person is treated by others.
Dignity of identity can be violated, while dignity of merit can be reduced by, for example,
societal values. The third type of dignity, dignity of moral stature, can be affected when a
person engages in questionable activities that have negative consequences for him/her or
others. The fourth type of dignity, dignity of Menschenwiirde, is a universal type of dignity
that is common to all human beings due to their humanity, irrespective of status or
situation. Universal dignity can never be lost unlike other types of dignity of a more
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temporary nature. The temporary nature of dignity is also highlighted by Street (2001) she
describe dignity as socially constructed and dependent on the situation.

Death, dying and palliative care

The hospice movement started in the late 1960’s at St Christopher’s hospice in London,
UK. The hospice philosophy initially aimed at a middle road between under and over
treatment. St Christopher’s hospice soon became a centre of excellence in terms of clinical
care, education and research as well as a source of inspiration all over the world. The first
definition of palliative care formulated by the WHO in 1989 was grounded in the hospice
philosophy. Today, palliative care is seen as an intervention that can be offered alongside
potentially curative treatment. The palliative caring process has been recognised as helping
the patient through the final stages of life and to experience a ‘good’ death. The most
recent definition from the WHO states: ‘Palliative care is an approach that improves the
quality of life of patients and their families facing the problems associated with life-
threatening illness, through the prevention and relief of suffering by means of early
identification and impeccable assessment and treatment of pain and other problems,
physical, psychological and spiritual’

(WHO 2004 p. 14).

Palliative care:

- provides relief from pain and other distressing symptoms

- affirms life and regards dying as a normal process

- intends neither to hasten nor prolong death

- integrates the psychological and spiritual aspects of the patient’s care

- offers a support system to help the family cope during the patient’s illness and in their
own bereavement

- uses a team approach to address the needs of patients and their families, including
bereavement counselling, if indicated

- will enhance quality of life and may also positively influence the course of illness

- is applicable early in the course of illness, in conjunction with other therapies that are

- intended to prolong life, such as chemotherapy or radiation therapy, and includes those

- investigations needed to better understand and manage distressing clinical complications.

(WHO 2004 p. 14)

Cicely Saunders states: ‘Palliative care begins from the understanding that every patient
has his or her own story, relationships and culture, and is worthy of respect as a unique
individual. This respect includes giving the best available medical care and making the
advances of recent decades fully available, so that all have the best chance of using the
time well” (WHO 2004 p. 7).The palliative caring process has been illustrated as helping
the patient through the final stages of life and reaching a ‘good’ death. One important
essence in palliative care as in all nursing is that it has its starting point in the patient as a
person.

Care close to death — staff members’ job satisfaction

Health care staffs are an important part of the care culture and those who work within care
contexts where many die, such as sheltered accommodation, can be exposed to a high level
of strain (Wallerstedt & Andershed 2007). As a result of concern for, and engagement in
an older person’s life and care over a long period of time, health care staff described
experiencing grief when an older person dies. Grief is stated to be part of the everyday
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work when caring for older people (Magnusson 1996). Studies show that health care staff
is exposed to extra stress (Beck Friis ef al. 1991; Vachon 1993, 1998; Glasberg et al. 2007)
and that factors related to job satisfaction often have a major impact. However, studies
carried out within hospice care that focus on the working environment show that the
experience of stress is rare (Beck Friis, Strang, Sjodén1991), which, according to Vachon
(1993, 1998), is related to the tradition of continuous support inherent in palliative care
philosophy. Killstrom Karlsson and co researchers (2008) found that a common care
philosophy could be a shield against stress. The joy and satisfaction in carrying out an
important task may reduce stress and increase the quality of the care, thus promoting the
patients’ experience of dignity. The organizational structures, in regard to providing a
’good’ palliative care differ between specialised palliative care units/hospice and nursing
homes. Studies show that staff in community care are offered little support and
encouragement (Weman, Fagerberg 2005) as well as education and supervision (Flickman
et al 2007). Hansebo and Kihlgren (2004) described how supervision could increase
awareness of older people’s needs. Kihlgren (1992) have found that education for those
working with older people suffering from dementia also can promote the older person’s
integrity (Kihlgren 1992). The relationship between health care staff and patient has been
described as vital for promoting dignity (Fenton & Mitchell, 2002, Seedhouse & Gallagher
2002, Jacelon et al. 2004). Supervision and support has also been described as one factor
of importance for nurses’ willingness to remain in older people’s care (Flickman er al
2007). From this perspective, it seems important to understand staff members’ reasoning
about dignity.

Rationale for the studies

Studies published during recent years, including those by the WHO, have highlighted the
importance of implementing the principles of palliative care philosophy in the care of older
people. Due to the fact that some studies describe older people as being marginalized and
discriminated against, it is necessary to study the meaning of dignity at the end of life from
the perspective of older persons. Few studies on this subject have been carried out in the
Swedish context. There is also a need to acquire knowledge about how staff members
experience caring for dying older people with a focus on a dignified death and what dignity
means to them. In view of the need to hire staff to care for older people in the future, it
would be beneficial to illuminate how present employees experience their work. This need
is all the more urgent in view of the growing number of older people in society and the
assumption that health care resources will not increase at the same rate. It is thus important
to acquire knowledge of how staff and patients in nursing homes experience everyday life
with focus on dignity.
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AIMS

The overall purpose of this thesis was therefore to gain a deeper understanding of what
dignity means to older people in end-of-life care as well as to nursing home staff. The
thesis is grounded in a human science perspective and comprises four studies, all of which
were catried out using qualitative methods (Table 1).

Specific aims
The aim of study I was to explore the views on dignity expressed by elderly people living
in a nursing home.

The aim of study II was to acquire a deeper understanding of how three older women
created meaning in their everyday life in a nursing home.

The aim of study III was to explore nursing home staff members’ experiences of what

dignity in end-of-life care means to older people and to themselves. An additional aim was
to capture staff members’ views on what can promote and hinder dignity.

The aim of study IV was to investigate nursing home staff’s way of reasoning about older
persons’ death and dying.

Table 1 Overview of the studies in this thesis

Study I Study II Study IIT Study IV
Aims To explore the views | To acquire a deeper | To explore nursing | To investigate
on dignity expressed | understanding of home staff members’ | nursing home staff’s
by elderly people how three older experiences of what | way of reasoning
living in a nursing women created dignity in end-of-life | about older persons’
home. meaning in their care means to older | death and dying.
everyday life in a people and to
nursing home. themselves. An
additional aim was
to capture staff
members’ views on
what can promote
and hinder dignity.
Methods Data collection: Data collection: Data collection: Data collection:
Repeated interviews | Secondary analysis | Interviews Focus group
(a total of 39 of 12 interviews from | (a total of 21 discussions.
interviews) study 1 interviews) (atotal of 7
Data analysis: Data analysis: Data analysis: discussions)
Hermeneutic method | Hermeneutic method | Qualitative content | Data analysis:
analysis Qualitative content
analysis
Participants 12 older people 3 older people 21 staff members 20 staff members
over an 18-month over an 18-month
period period
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METHODS

Theoretical and methodological considerations

In study I, a hermeneutic interview and analysis method was chosen. Study Il comprised a
secondary analysis of twelve interviews with three participants from study 1. A
hermeneutic method was chosen in order to acquire a deeper understanding of older
people’s experiences of dignity and meaning (Odman, 1992). Understanding can be seen as
a process where the interpretation is focused on viewing a phenomenon from the
perspective of the informant. I therefore tried to create a dialogue with the older people
during the interviews. Gadamer (1989) uses the expression ‘a fusion of horizons’ to denote
a fusion between the horizons of the researcher and informant. The process is concluded
when the researcher considers that he/she has arrived at a reasonable interpretation and
tested it in relation to alternative interpretations. Such an interpretation relates to the whole
and the parts in a logical way and describes them to the reader in a manner that is
reasonable. A reasonable interpretation of existential conditions is that which creates a
more plausible whole than others. This interpretation process helped to explain underlying
meanings in the data where different statements from the encounter with the older person
were compared. In the process, I started from the whole and tried to obtain an
understanding of the parts. The relation between the whole and the parts is dialectic and
has no particular ending. This movement between the whole and the parts is often
exemplified as the hermeneutic spiral. Generalizations are not sought from a natural
scientific perspective, as the individual’s life world encompasses his or her unique
experience and is exclusive to him or her. However, if the study is carried out rigorously,
findings from a study could be applied, or be of interest to people outside the study with
similar problems (Dahlberg et al 2008).

An interpretative approach was also used in studies III and IV, where the method
employed was qualitative content analysis as described by Patton (2004). In study IV focus
groups discussions (FGDs) were chosen, which are deemed suitable when concerns,
experiences, attitudes and perceptions related to a clearly defined topic or concept are
searched for (Webb & Kevern 2001; Barbour 2005). FGDs are also relevant when
interaction and group processes could be a help in clarifying perceptions of importance for
the results (Kitzinger 1995)

Settings and participants

Studies I and 11

Older people living in two nursing homes were included in these studies. Both nursing
homes were located within the same geographical area in a major town in Sweden. The
accommodation provided for the residents comprised a single room with a kitchenette and
private bath and toilet. The furniture was the resident’s own with the exception of the
adjustable bed, which fulfils work environment requirements. The dining and TV area in
both nursing homes was communal; although most people had their own TV set and often
watched TV in the privacy of their own room.

Head nurses employed at two units in the two nursing homes identified a total of 16
possible participants out of a maximum of 26. The inclusion criteria were: in an early
palliative phase (nearing the end of life, which is an extension of the traditional meaning of
palliative care that focuses on an individual’s final months, weeks or days); able to talk;
not suffering from memory loss; and capable of understanding the purpose of the study and
the meaning of their own participation. Three people declined participation, while one took
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part in only a single interview and thus had to be excluded from the study since the aim
was to interview the participants several times. This resulted in a total of 12 participants.

Study III

I interviewed the staff working at four nursing homes. Two of the 4 groups of staff worked in
the nursing homes where studies I and II were carried out. The nursing homes were located
in the same geographical area in a Swedish town. They all provided single rooms and 24
hour staffing. A physician visited once a week and examined those of the older people who
were assessed by the RNs as requiring medical attention. Purposeful sampling was used in
order to obtain variation and obtain information-rich interviews (Patton, 2004). After
receiving written and oral information about the study, the nursing home managers and head
nurses at the four nursing homes asked the staff at planned staff-meetings whether they
would be willing to share their experiences and participate in the study. This resulted in a
total of 21 staff in both private and municipal nursing homes agreeing to take part.

Study IV

Seven interviews (groups) with a total of 20 staff members from four nursing homes within
the same geographical area as those in studies I, II and III were included in this study.
They were interviewed about their experiences of the end of life and death of seven old
people (six women and one man), all of whom were aged over 85 years. The head nurses
in the four nursing homes were asked to report when an old person died. I reminded them
by phoning each unit every two weeks. I arranged an appointment for focus group
discussions after the head nurse or manager had asked interested members of staff what
time would be convenient for them. The interviews were carried out with staff who had
been involved in caring for the person who had died. One person declined participation;
hence a total of 20 staff members took part in the focus group discussions.

Data collection

Interviews

All studies (I-1V) are based on audio-taped interviews, the overall purpose of which was to
obtain descriptions of experiences from the perspective of older persons living in a nursing
home and those of the staff who worked there and cared for the old people. I conducted
between 2 and 4 interviews with each informant in studies I and I, in addition to informal
conversations with the majority of them. Different themes were focused upon in the
interviews, but the older persons willingly and repeatedly narrated about specific events.
This meant that I obtained glimpses of the long lives they had lived. For each of the older
persons, the interviews were compiled into an interpreted whole at individual level.
However, for reasons of confidentiality, the results are reported at group level, which
means that [ brought together the interpreted whole of the 12 individual interviews into a
comprehensive interpretation of the old people’s experiences. Three themes emerged; (1)
the unrecognizable body; (2) fragility and dependence; (3) inner strength and sense of
coherence (study I). In study II, the corresponding process was conducted, this time with
focus on the creation of meaning. This secondary analysis was based on three purposefully
selected interviews due to their richness and the reflective content, which revealed various
ways in which meaning was experienced and created. The data in this thesis therefore
contain older people and staff members’ descriptions of their everyday life in the nursing
home. Every effort was made to ensure that the dialogue was characterized by openness.
The researcher’s influence on and role in the interview situation need to be taken into
account. Since the interviewer is an agent in obtaining information, his/her integrity,
honesty and experience are important in all forms of research but especially when dealing
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with human interaction and interpretation. Patton (2004) describes interviews as a type of
interaction. The interviewer must be aware of the reaction of the informant and the kind of
feedback that helps to maintain the flow of conversation. Interviewing the older people
over a longer period allowed possibilities to re-evaluate interpretations from time to time.

Throughout this thesis, pre-understanding was addressed by a conscious decision to be as
open as possible to the data. From an existential hermeneutic perspective, this means being
aware that pre-understanding is always present; whether in the actual encounter with
another person or when analyzing a text, it means being as open as possible to what is
being said. I have attempted to follow this principle.

Data analysis studies I and II

In order to understand the older people’s views of dignity, I tried to capture each
individual’s own perspective, i.e. their way of thinking, feeling and reasoning. In the
process of understanding, I started with the whole and within this framework then moved
to the parts of the text. The relation between the whole and the parts was dialectic and has
no particular ending (the hermeneutic circle). This movement between the parts and the
whole is not easy to present in the form of a table. I conducted between 2 and 4 interviews
with each informant, in addition to informal conversations with the majority of them.
Different themes were focused upon in the interviews, but the older persons willingly and
repeatedly narrated about a specific event, which meant that I obtained glimpses of their
long lives. For each of the older persons, the interviews were compiled into an interpreted
whole at individual level. However, for reasons of confidentiality, the results are reported
at group level and in order to do so, I brought together the interpreted whole of each of
the12 individuals into a comprehensive interpretation that described their experiences. This
interpretation revealed three themes: the unrecognizable body; fragility and dependency;
and inner strength and a sense of coherence (study I). In study II, the same analytical
process was carried out with the focus on creation of meaning. A purposeful sample
comprised three participants, who were interviewed on several occasions, resulting in a
total of 12 interviews. The interviews were chosen due to their richness and the reflective
content that revealed various ways in which meaning was experienced and created. From a
hermeneutic perspective, generalizations are not sought, as an individual’s life world is his
or her unique experience and exclusive to that person. This does not mean that a person
cannot share his or her experiences with others. The way to reach understanding is through
interpretation.

Data analysis studies III and IV

An interpretative approach has also been used in studies III and IV, and the analytical
method employed was qualitative content analysis (Patton 2004). This method was chosen
since the aim of the study was to explore the content of staff’s experiences of dignity and
reasoning about death and dying, in contrast to the search for the deeper meaning of a
specific phenomenon on an individual level, as in studies I and II. My starting point in the
analysis in studies III and IV was the parts of the texts, as opposed to studies I and II,
where the starting point was the whole text. The interpretations were formulated in terms
of themes that reflected the staff’s perspectives on dignity concerning both themselves and
the older people.

In order to describe the content analysis process examples of the coding process in study

IIT is presented in Table 2. Qualitative content analysis, as described by Patton (2004), was
applied to the transcribed interview texts in order to identify core consistencies and key
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phrases. The analytical process started by reading the interviews repeatedly to identify key
phrases, terms and practices related to the participants’ clinical setting that were relevant to
the aim, after which the text was coded and categorized in a coding document for each
participant. In the next step, the content of the coding documents was analysed, interpreted
and compared between participants.

Table 2 Examples of the coding process

Quotation from the

interviews — codes Sub-categories Main categories

It is the older person we are . .
Having ones physical needs
here for...help them to stay L
met — Providing for the
clean, make sure they eat

ersons physical needs
and so on (NA) P Py

Feeling trust — Showing

respect

...then we can’t just stop

asking her just because she .
. Being seen as a person
moved in here...we are

working in their homes (M)

You want to do so much,
you know the best for

everyone, but it’s just not Na
possible(RN)
Conflict between ideal and

reality

Lack of resources

It has been very difficult to
recruit staff. It is almost as /
if we have been hiring
anyone who has walked in
here(M)

Her daughter also quite
often brought me flowers. Meaningfulness- Getting Maintained self-respect-
Things like that feels really feedback from others Being shown respect

good (NA)
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Ethical considerations

Studying the experiences of older people who are close to death can give rise to ethical
dilemmas mainly due to the difficulties of giving informed consent and their dependency
on the staff. A main ethical principle in all research is, however, not to cause harm
(Hermerén 1986; Beauchamp & Childress 1994). When conducting the interviews, a
guiding principle was to respect the other person’s integrity and personal space. As a
researcher I tried to avoid forcing the interview in any way and instead listened to what the
informants wanted to say. The researcher has to find a balance between wanting to know
more and respecting the other person’s integrity. Informed consent was obtained in
accordance with Medical Research Forum standards (Medicinska Forskningsradet 1996).
The nurse provided information about the study, after which the older person signed a
letter of consent in his/her presence. During the interviews, the older persons were
informed on several occasions that they could withdraw from the study at any time without
any risk of negative consequences in terms of their care. All nursing home managers had
received both written and oral information about the study. The managers or head nurses
then asked the staff in the course of regular staff meetings whether they would be willing
to share their experiences and participate in the study. All participants were guaranteed
confidentiality. The quotations cannot be linked to any particular person. As the interviews
in studies I and II were carried out over a longer period, it was important to provide
information about the study at each interview and also to be sensitive to any signs of the
person wanting to discontinue participation. This type of negotiation is based on equality
between the people involved rather then on power, for example between researcher and
participant. After the interviews, my impression was that the staff, but most especially the
older people, appreciated my visits and being given the opportunity to talk about important
parts of their lives. The interviews contributed to meaning in everyday life for the older
people and staff. Approval to conduct the study was granted by the local Research Ethics
Committee (171-01).
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FINDINGS

Views on dignity of elderly nursing home residents (I)

The older people’s experiences of dignity were categorized in terms of the unrecognizable
body, fragility and dependence, inner strength and sense of coherence. Their views were
often related to the way in which they experienced the body. The interpretation indicated
that it was sometimes easier to give examples of what was undignified rather than
describing the meaning of dignity. The themes of unrecognizable body and dependence
and fragility constituted threats to dignity. The third theme, inner strength and sense of
coherence, seemed to some extent to create a balance between dignity and threats to
dignity. In spite of difficulties in their daily life, the older people had a powerful force, an
inner strength, which was visible in their different strategies for coping with living in a
nursing home. Their experiences of dignity were interpreted as closely linked to self-image
and identity. The attitudes of others could both promote and hinder the older people’s
sense of dignity of identity, while feelings of being needed and belonging promoted it. The
unrecognizable body was often described in terms of no longer being able to control one’s
bodily functions and movements. Transgression of boundaries and exposure caused them
to experience lack of respect for their integrity. Fragility and dependence mainly meant
that the elderly person was very fragile and that his/her present situation was characterized
by fear and anxiety about further loss of control, dependence and exposure. Greater
dependence and loss of control negatively affected the older person’s autonomy. A sense
of coherence was close to a feeling of belonging. Inner strength seemed to assist them in
maintaining dignity of identity.

Three nursing home residents talk about meaning at the end of life (II)

This study is a continuation of study I. It reveals that sources of meaning were: having a
sense of physical ability; having a sense of cognitive ability; having a sense of being
needed; and having a sense of belonging having a sense of physical ability; having a sense
of cognitive ability; having a sense of being needed. Meaning was created through an inner
dialogue as well as communication and relationships with others. The main finding can be
described as the inner dialogue being an important facilitator in the creation of meaning.
The “inner dialogue” together with “inner strength” and relationships with others seemed
to have facilitated the creation of meaning in life as a whole, including both the past and
the present. A second finding was that the experience of meaning can sometimes be
difficult to capture. One of the women found it impossible to find any meaning in her
present life, and her inner dialogue focused more on her striving to come to terms with her
present situation and to reach closure.

Dignity as experienced by nursing home staff (III)

The main finding concerns what the staff experienced as dignity and how dignity can be
promoted in relation to the older people and themselves. The meaning of older people’s
dignity (the what aspect of dignity) was conceptualized as feeling trust, which implied
having one’s basic physical needs met, being seen as a person and having a private sphere.
Dignity-promoting care (the how aspect of dignity) meant showing the older person respect
by providing for the older persons physical needs, respecting the person’s identity and
integrity. Staff member’s dignity was conceptualized as maintained self-respect, which
implied experiencing meaningfulness and feeling proud of one’s work. Self-respect was
promoted through being shown respect, by feedback from others and the feeling of doing
good. Dignity was threatened in situations where staff experienced a conflict between the
ideals and the reality. It was obvious that the staff struggled in their everyday practice to
cope with this gap, which had an impact on the older person’s care and dignity. Being
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ignored and lack of resources were described as a threat both to the older person’s feeling
of trust and to the staff members’ self-respect. Another threat to dignity involved hindering
the staff from providing a deeper level of care, i.e. more than just basic physical care. How
the staff handled their frustration and moral stress was not specifically studied

Staff members’ reasoning about death and dying (IV)

One main category was staff members’ limited knowledge about the older person as an
individual. This lack of knowledge concerned how the older people had lived their life
before moving into the nursing home, their interests, what gave meaning to everyday life
and what thoughts they had about life and death. The latter was not something the staff
generally spoke about. It was instead characterized by silence. The staff members’
descriptions have been conceptualized in the categories: Alleviation of bodily suffering
and pain; meaningfulness; older people’s thoughts about and attitudes to death; Taking
care of the dead body; and ethical reasoning and own actions. The staff members’ reports
revealed that they felt comfortable taking care of the remains, which contrasted with how
they felt about taking care of the older person before death. With regard to interaction in
the focus groups, it was obvious that in some groups there was disagreement between
group members about, for example, what constituted optimal pain relief. Some emphasized
that the present pain relief regime was not in line with their personal standards, while
others felt that it was adequate for the dying person’s needs. Organizational cutbacks, lack
of resources, lack of education and little feedback about their work meant that the staff
members could not remain true to their ideals and provide the care they considered the
dying person needed, which could result in moral dilemmas. The results also show their
relatively great interest in discussing questions pertaining to end-of-life care and what
could be considered a dignified death. Many important issues were raised and reflected
upon during the focus group discussions. The structure used as a guide during the
conversations was based on six keywords; self-image, self-determination, symptom
control, synthesis, surrender, and social relations, which are often used when planning,
documenting and evaluating palliative care, since they can be seen as an operationalization
of palliative care philosophy.
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DISCUSSION

The overall purpose of this thesis was to obtain a deeper understanding of what dignity
means to older people at the end of life, as well as to nursing home staff. The older
person’s dignity is illustrated by means of two different perspectives; the older people’s
and staff members’ descriptions and reasoning. The main findings in this thesis were
summarized into four main areas, one of which revealed that, in the case of both older
people and staff members, dignity is closely related to self image and identity. For the
older people, this was particularly obvious in relation to their total experience of wellbeing,
whether and in which situations they felt trust and whether and how they exhibited inner
strength and created meaning in life despite increased dependence, while staff dignity was
characterized as maintaining self-respect. The second main finding was that the nursing
homes were experienced as silent places, both in terms of everyday conversations and
existential issues such as thoughts of life, dying and death. The older people’s daily life
was characterized by silence and a dual form of slowness. The third main result was that
the staff was at risk of developing moral stress and feelings of guilt, despite being aware
that they had little chance of providing the level of care deemed appropriate. Their work
can be described as a culture of doing. The older people and the staff were thus living and
working in two different care cultures. The fourth main finding is a description of what has
been termed co-creating care. It focuses on the encounter between older people and nursing
home staff from the older person’s perspective and life-world. The older person and staff
work together in a co-creating relationship. This may be described as a shift of paradigm
where the care is in a genuine way planned on the basis of the older person’s perspective
and the staff’s professional knowledge.

The results are discussed in the following order: first the older people’s inner strength and
strive for meaning, thereafter the culture of silence and slowness, the culture of doing, the
co-creating care culture and finally methodological considerations.

Older people’s inner strength and strive for meaning

As shown in this thesis, ageing and the end of life encompass both difficulties and reasons
for rejoicing. The older people were struggling against an unrecognizable body, fragility
and dependency and at the same time striving to obtain meaning. Their inner strength
seemed, to some extent, to have balanced the threats to their dignity of identity. It is
however, important to be aware that meaning can sometimes be difficult to experience. In
study II, meaning was created through an inner dialogue, communication and relationships
with others. The older people’s inner strength seemed to be closely related to what has
previously been described as peace of mind (Nystrom & Segesten 1990), resilience and
self transcendence (Nygren 2006). Nygren (2006) concludes that inner strength is
important for good ageing and is related to the experience of health in old age.

The results from studies I and II can even be understood from a life cycle perspective
(Erikson 1997). According to Erikson (1997), every human being has the possibility to
undergo psychosocial development throughout life. The human being has continuously to
resolve eight psychosocial crises related to different phases of the lifecycle. If these
psychosocial crises are resolved in a positive way, basic strength can be enhanced. The
first crisis involves being able to balance the feelings of trust and mistrust. In order for the
development to be positive, the feeling of trust must be stronger than that of mistrust. The
eighth and final stage involves ageing and dying and comprises the crisis associated with
the tension between feelings of integrity and despair. The syntonic way of dealing with this
crisis results in wisdom, while the outcome of the dystonic approach is disdain (Erikson
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1997). In our study, several of the older persons appeared to preserve their integrity,
despite the difficulties they experienced, which Erikson terms an active interest in life until
death.

When Joan Erikson reached an advanced age, she added a ninth stage to the theory that she
developed together with her husband Erik Erikson. In the ninth stage, the syntonic element
is challenged and there is a risk that the dystonic element will become dominant. However,
she believes that it is possible to handle these challenges by means of what is often
described as gerotranscendence. This is partly in agreement with the results of studies I and
II and, to some extent, studies IIT and IV from the staff perspective. These studies revealed
that the older person’s dignity and identity were threatened as a consequence of his/her
unrecognizable body, increased dependence, fragility, ageing per se and other people’s
attitudes. Study II disclosed how meaning in everyday life was experienced through having
physical ability, having cognitive ability, feeling needed and experiencing a sense of
belonging. The creation of meaning also took place via an inner dialogue and relationships
with significant others. The inner dialogue refers to an inner conversation with oneself, in
which the person reflects on meaningful events or relationships experienced earlier in life,
which could possibly represent a form of transcendence.

The concept of transcendence is used by many researchers to describe how older people
achieve reconciliation in spite of a lack of physical and psychological functions. Joan
Erikson (1997) refers to Tornstam’s description of gerotranscendence (Tornstam 1998). In
brief, gerotranscendence means a shift in perspective from a material and rational to a
more cosmic and transcendental view of life (cf. Wadensten 2003). Two of the three
women in Study II can be seen as having reached a stage of what Nystrom and Segesten
(1990) called peace of mind, which is close to gerotranscendence.

Travelbee (1971) emphasizes that the role of nurses is to support the patient’s search for
meaning, when he/she is in a state of suffering. Supporting another human being is seen as
the core of nursing due to its aim of helping the patient to find or create meaning.

Different care cultures

The different studies in this thesis make it clear that the older people were living in a
culture of silence and slowness, while the staff worked in a culture that can be described as
task-oriented and is here labelled the culture of doing. These two cultures exist
simultaneously and hinder person-centred care. In article I, we stated that the caring
relationship between the older people and staff often mirrors values in the care
organization, such as the priority given to daily rituals. Furthermore, we assumed that the
organization (the care culture) mirrors societal values. Our results show that a gap exists
between the ideal contained in various documents that guide older people’s care and the
resources the staff perceive to be available (Tishelman et al. 2002). Many studies have
indicated that older people are marginalized, which could mirror ageism in contemporary
society (Lloyd 2002, Westerhof ez al. 2004; National Board of Health and Welfare, 2004).

By means of three figures (see Figures 1-3) I have tried to illustrate how different levels
can interact. The inner circle reflects an individual level with focus on the interaction
between the older person and the individual staff member (micro level). The second circle
illustrates values on an organisational level e.g. different care cultures (meso level). The
third circle represents values on a societal level (macro level). The figures and the
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interaction as well as the relevance of all three care cultures can be seen as simplifying a
complex reality, but at the same time hopefully promoting the broader meaning of health
care in the nursing home context with focus on dignity in end-of-life care.

Living in a culture of silence and slowness

The nursing home as a place and a space appears to be characterized by silence, in terms of
everyday conversations about existential issues such as thoughts about the lived life, the
future and death (studies I-1V). The lack of individualized support was obvious. The older
people seemed to live and die in a culture of silence. The lack of social interactions in
nursing homes has also been described by Mattiasson and Andersson (1997) who
emphasized that staff should have a moral obligation to uphold what they term the
‘humanizing element in nursing home care’ (Mattiasson & Andersson 1997).

Inner strenght

The unrecog- ) Fragility and
nizable body dependency

Culture of silence
and slowness

Society’s views

Figure 1:
Interacting aspects of older people’s views concerning dignity in every day life when living in a nursing
home.

In the nursing home, daily life was also distinguished by slowness, due to failing abilities,
and even boredom. Boredom appears to be similar to what Whitaker (2004) called a
culture of waiting. The ageing process with increasing vulnerability and dependency
constituted a threat to rituals and procedures in everyday life, as things are carried out at a
slower pace (studies I-II). The result also revealed that the older people did not always ask
for help due to a lack of confidence or awareness of the staff’s considerable workload and
not wanting to disturb them. Sometimes the older people themselves withdrew from social
interaction, due to the shame and embarrassment at not being able to present themselves in
a desirable way (studies I-II). External factors such as societal attitudes to older people and
their losses seemed to influence the older persons’ self-image, identity and dignity. This is
similar to the study by Street (2001), who describes dignity as embodied and socially
constructed over time. In my thesis, it appears that an individual’s inner strength and
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feelings of belonging and connectedness were important for maintaining the dignity of
identity. Living in a culture of silence and slowness can also promote a sense of peace of
mind and promote gerotranscendence.

The results of studies I and II implicitly highlight the importance of being responsive to the
needs of nursing home staff, in order to enable them to provide the older people with
dignified care.

Working in a culture of doing

Several of the older persons’ descriptions revealed that the staff never had time for
authentic encounters. The staff were constantly ‘busy doing’ in what has been
conceptualized as a culture of doing. The staff experienced a gap between ideals and the
reality, which they described as a barrier in their striving towards being able to provide a
deeper level of care, i.e. more than just basic physical care. Often relationships were
described as more instrumental than human interaction. The nursing assistants particularly
mentioned this, which is not surprising as their everyday work involves looking after the
older people’s basic physical needs. This was described as a source of frustration in their
daily work and a threat to their dignity of identity (studies III-IV). There was no time to
build relationships. This subject was also discussed in some of the focus groups (study IV).
The retrospective analyses revealed that in many cases staff lacked knowledge about who
the older person was and how he/she had lived his/her life before taking up residence in the
nursing home.

Self respect

Being ) Lack of
ignored resources

Culture of doing

Society’s views

Figure 2:
Interacting aspects of staff views concerning dignity in every day life when working in a nursing home.

The staff reported experiencing a feeling of unease and moral stress when they did not

have time to talk to the older persons and treating them as objects resulted in a guilty
conscience. The ‘good’ that they wished to do was not always possible in the culture of
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doing. In the literature this is described as moral stress (Liitzén et al. 2003) and conscious
stress (Glasberg et a/ 2007). Liitzén and co-workers (2003) define moral stress as a nurse,
who is morally sensitive to a patient’s vulnerability, being hindered by external factors
from providing the care he/she deems necessary for patient well-being. Corley ez al. (2005)
hold that lack of staff impedes the ability to provide the care that patients need and, as a
result, many nurses experience moral distress or, as interpreted in study III, a negative
impact on their self respect and dignity of identity. It was obvious that the staff lacked
support and possibilities for professional growth.

Living and working in a co-created care culture - Reflections on the future

The above description of the two care cultures shows that the older persons lived in one
culture and the staff in another, which created dissatisfaction among both groups. Westin
and Danielson (2007) described how dependency and respect are mutually constructed and
that the nurse holds professional responsibility for the outcome of the relationship. In her
thesis ‘Dependency on care’, Strandberg (2002) outlined the meaning of the concept of co-
creating. She characterized dependency from the patients’ perspective as a struggle to
avoid feelings of worthlessness, powerlessness and loneliness as well as fear of not
receiving care. This is in line with the findings in my thesis, where the expression
threatened dignity of identity was employed. The staff in Strandberg’s studies fought a
battle against the threat of not being able to cope with the arduous responsibility of holding
another person’s life in their hands and finding the caring meaningful. This is also similar
to study III, where staff struggled to be able to provide ‘good’ care. The organizational
structure has a considerable impact on the encounter between staff and the older persons.
When Strandberg (2002) explored the relationship between the staff and patient, she used
the concept of co-creating, with reference to Buber (1970). Co-creating encompasses an
encounter between ‘I and thou’. The staff’s basic stance is essential for this meeting to take
place, where the aim should be to strive to be present and to create the conditions
necessary for an inter-human encounter with the older person. Furthermore, this encounter
should be qualitatively different from the more superficial and standardized everyday
meetings that often take place between people, and the patient should be regarded as an
autonomous actor in his/her own care. Criteria for such care are described in study IV (the
six S’s) and can here be considered as a guide for care planning. This approach is
congruent with Thorne et al. (2007), who outline a model based on Martin Buber and
present the vision that the ethical and personal issues confronting patients and nurses are
delicate matters that increase the importance of a patient-nurse encounter based upon
relational reciprocity.
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Figure 3:
Interacting aspects between older people and nursing home staff members in a care culture characterized of
co creating.

The results from the present thesis demonstrate that there is a lack of authentic human
encounters in the studies. This is also indicated by the fact that staff lacks knowledge of
older persons’ thoughts and conceptions at the end of life, i.e. before death. It is equally
clear from the texts of the interviews with the older people, where their situation can be
characterized as a cry for attention and to be listened to. This gives rise to the question of
how the care culture can become ‘person friendly’ in the sense of promoting personal
development and the identity and dignity of both staff and residents. Such care is
associated with creating cultures where meaningfulness in daily life becomes a goal both
for the nursing home residents and for those who work there. Feelings of being valuable
and having worth are important. Such an approach would lead to a caring culture that
builds on co-creating, with relational reciprocity providing a possible way for different
cultures to meet and respect each other.

Methodological reflections

Limitations and strengths

A limitation of this thesis may be the fact that only those old people without any cognitive
or speech impairments were included. A similar problem exists in relation to the staff, as a
limitation in terms of staff is that many of them were not Swedish and thus may have
chosen not to participate due to lack of fluency in the language. Another limitation may
also be the decision to use interviews as the data collection method. It would be interesting
to complement this study with observations. However, strength of the present study is that
I have followed the older people over a period of about 12—18 months and thus have been
able to share more of their life world than would have been possible with a single
interview. It is reasonable to assume that the series of interviews over time strengthened
the study’s validity. Another strength is that I interviewed older people and staff who lived
and worked in the same nursing homes and therefore obtained a great deal of knowledge
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about the care cultures and was able to share more aspects of the older people’s life world.
I am of the impression that the older people experienced the interviews as a welcome
interruption of the culture of silence. In studies III and IV, the choice of a content analysis
method as opposed to hermeneutic analysis served to provide a clearer structure for
handling the large amount of material. In my opinion, the focus group discussions
stimulated interaction and encouraged dialogue between the nursing assistants and
registered nurses. As such conversations rarely took place in everyday care, the focus
group discussions provided time for the various professional categories to reflect and focus
on their work with older people in a nursing home context

Trustworthiness

Issues of rigour and credibility are important when employing qualitative methods. The
authors’ pre-understanding and the research process have been described as accurately as
possible. During the analysis consistent interpretations with an inner logic were sought in
order to ensure that the reader can follow them throughout the study. Objectivity and
validity in human science research means going back to the ‘things themselves’. I have
therefore attempted to ensure an attitude of openness through the research process. A
question can be raised as to the study’s validity and reliability. Although different areas
were discussed over time, and it has, to some extent, been possible to check the validity of
the responses in the interviews, it is possible that some of the participants changed their
views. However, this should not reduce/affect the validity and reliability of the study. We
have continuously searched for alternative interpretations. In study II, the secondary
analysis carried out on data from three participants from the first study and comprising a
total of twelve interviews contributes to the understanding of possible ways of creating
meaning at the end of life. Studies III and IV sought the perceptions of nursing home staff,
while the qualitative interpretative part of the content analysis aimed to organize and
develop knowledge in an open manner in order to identify patterns among the participants.
This procedure enabled the text to be condensed into a small number of content categories
based on explicit coding rules.

In study IV, the participants were consecutively selected, an approach that was generally
successful and worked well, with the exception of the difficulties involved in gathering the
planned number of participants for each FGD. High staff turnover and lack of resources
resulted in few participants in some of the groups. Our impression was that the focus group
discussions stimulated the dialogue, and it is possible that individual interviews would not
have led to the same result. The interaction between the participants revealed that certain
issues related to organisational control are especially sensitive and lead to conflict. This
implies that the organisation can be a barrier to the provision of good palliative care and
that education and support for staff are essential.

Implications for nursing

This study showed that understanding dignity has important implications for the quality of
care provided in nursing homes. The descriptions of dignity provided by both the staff and
the older people make clear that in order to maintain a sense of dignity, a person needs to
be seen and respected for his/her identity and personal values. A co-creating care culture
could be one way to introduce the philosophy of palliative care into the nursing homes. If
the aim of maintaining dignity at the end of life is to be implemented in the nursing home
context, it is important that the organisation and staff reflect on their own views of dignity
in terms of ageing and dying as a means of resolving the critical issue of how staff
members can support dignity. Education and supervision could be part of such an
approach. If dignity is understood as a multi-dimensional construct, nursing home staff will
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be able to develop a range of options for the care of people who live in nursing homes at
the end of life.

Summary of the results and suggestions for further research

External factors, for example contemporary society, as well as internal factors such as the

individual’s own personality, can hinder or promote dignity of identity. Studies I, IT and III

emphasize that confirmation is important for the perception of oneself, when the self is

violated. This thesis did not aim to apply a particular theoretical framework when outlining
the older people’s and staff members’ experiences of dignity. However, in all four studies,
the concept of dignity of identity as presented by Nordenfelt (2004) has proved appropriate
for describing both the older persons’ and the staff members’ dignity. This concept is close

to what Ternestedt and co researchers (2002) describe as maintaining self-image. A

framework for promoting a person’s self-image has been developed in order to provide

more individualized care (see study V) and to guide a striving for co-creating care where
the older person’s self-determination serves as a starting point. The results are summarized
below, where each point also indicates areas that would benefit from further research.

These are:

* The way in which dignity is perceived appears to be related to a person’s self-image
and identity.

* Older people described dignity as being related to their perceptions of their body and
level of dependence. Threats appeared to be balanced by a feeling of inner strength.

* A sense of meaning in everyday life was created by means of an inner dialogue, which
could help the older person to endure difficult situations.

* Dignity from the staff perspective was interpreted as self-respect, being confirmed and
having a sense of pride in one’s work.

* Threats to dignity were found to be identical for the staff and the older people. Lack of
resources, the older person’s needs being ignored and the conditions under which staff
work contributed to diminished self-respect.

* The staff members were involved in a struggle between their personal ideals of a good
and dignified death and those of society in general. In some cases this could lead to a
moral conflict that gave rise to feelings of guilt.

* Staff members need training and support.

This thesis highlights the fact that it is important to reflect over how the nursing home
culture can promote meaningfulness and participation for the people who live and work
there. In this thesis neither the older people nor the staff felt that they could influence the
care. An aim for future eldercare would be to develop a nursing home environment in
which human dignity is promoted. Meaningfulness in everyday care may be promoted
through co-creating on the part of those in need of and those providing care. The
organization, education and need for support must be discussed and developed in line with
this aim. End-of-life care demands competence and teamwork. In my opinion, palliative
care philosophy should be implemented in nursing homes, a point also highlighted by other
researchers.
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SAMMANFATTNING PA SVENSKA, (SUMMARY IN SWEDISH)
Virdighet i livets slut skede — vad innebiir det for fldre méinniskor
och personal pa sjukhem?

Bakgrund

Foreliggande avhandling utgar fran ett vardvetenskapligt perspektiv som karaktiriseras av
en helhetssyn pd minniskan. Avhandlingens ontologiska utgadngspunkter ansluter till ett
humanistiskt-existentialistiskt perspektiv. Ménniskan ses som en meningssokande varelse
med mojligheter till val och utveckling hela livet. Det anses dven gélla ménniskans allra
sista tid i1 livet. Niar vardvetenskapens intresseomraden beskrivs ndmns ofta fyra
konsensusbegrepp. Dessa ir: ménniskan/personen, hilsa, miljo och vardande. Fokus for
denna avhandling har huvudsakligen varit pa begreppet person och da avses dldre personer
som lever nédra doden pa sjukhem samt personal som arbetar dér.

I Sverige dor varje ar cirka 90 000 personer. Av dessa &r ca 60 % 75 ér eller dldre. Det ar
inte ovanligt att de allra éldsta tillbringar den sista tiden av sitt liv inom nagon form av
sdrskilt boende. Enligt de statistiska prognoser som gjorts berdknas andelen dldre pétagligt
Oka 1 det visterlindska sambhillet. Flera av de allra dldsta beriknas leva i ensamhushall,
detta giller sdrskilt kvinnor 6ver 85 ar. Ett antal vetenskapliga studier har visat att vissa
dldre i livets slutskede 1oper en storre risk for underbehandling i jamforelse med yngre
personer med t.ex. en cancersjukdom. Det beskrivs sirskilt gélla smartlindring. Nagra fa
studier visar dven att Overbehandling kan forekomma t.ex. genom att livsférlingande
atgdrder sdtts in utan att detta 4r i den dldre personens intresse. Platsen for dod
(vardformen) och den kunskap som finns bland personal inom en viss vardform antas vara
av betydelse for den édldres mojligheter till en god véard och en virdig d6d. Senare studier
har uppmérksammat de skillnader som finns nér det giller yngre personers och &ldres
doende och dod. Det framkommer da tydligt att den palliativa vardens filosofi inte omfattar
de &dldre i samhillet, som vore onskviért. De &dldre beskrivs vara diskriminerade. Mot
bakgrund av detta har Vérldshilsoorganisationen (WHO) utifrdn forskning om #ldres
doende och dod, sammanstillt en skrift som heter *Better Palliative Care for Older People’
med syftet att dven dldre naturligen ska fa tillgéng till palliativ vard. Den kunskap som
finns om god palliativ vard behover exempelvis né ut till de sérskilda vardformerna.

Den palliativa vardens filosofi bygger pa den moderna hospicerérelsen som startade i
Storbritannien i slutet av 60-talet. Det som dé betonats dr att den som ska do ska bli sedd
och vardad utifrin den person han/hon har varit. Personen ska ses i sitt sociala
sammanhang och fysiska, psykiska, sociala och andliga/existentiella behov
uppmirksammas och lindras. Stod till hela familjen blir vésentligt liksom teamarbete for
att mer optimalt kunna frimja den sjukes och familjens livskvalitet avseende olika
dimensioner under den gemensamma tid de har kvar. Varden och omsorgen av dldre styrs
ytterst av hilso- och sjukvardslagen samt socialtjanstlagen. Gemensamt f6r de bada lagarna
ar att varden och omsorgen ska vila pd en humanistisk grund dir respekten for den
enskildes behov ska vara en viktig utgdngspunkt. Begrepp som sjidlvbestimmande,
delaktighet, integritet och trygghet dr dterkommande. Ofta anvinds i dessa sammanhang
dven begreppet vardighet; ett begrepp som sillan upplevs vara konkretiserat pa ett sétt som
framjar tillampning.

Begreppet virdighet har sitt ursprung i latinets dignitas. 1 svenska och engelska ordbocker

har begreppet framforallt tva olika betydelser dédr det ena &r ett tillstind av helhet och
oskaddhet och det andra en sammanfattning av vissa moraliskt virdefulla
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karaktirsegenskaper. Respekt for vérdtagarens vérdighet innebdr, att vérdtagaren
respekteras for de 6nskemal och viarderingar som anses vara betydelsefulla for just henne
men ocksd en respekt for ménniskors olika personliga sfir. En litteraturoversikt visar att
begreppet studerats bade via teoretiska analyser, empiriska studier samt en kombination av
de bada metoderna. Sociokulturella faktorer, omgivning/miljé och personens egen
livshistoria beskrivs vara faktorer som kan paverka upplevelsen av virdighet.

Forskningen inom omradet dr begransad. Fa studier har primért haft som syfte att studera
dldre personers doende och dod. Behovet av studier &r hér stort. Mot bakgrund av detta och
mitt eget intresse for vard av édldre har foreliggande avhandlingsarbete genomforts.

Syfte

Det overgripande syftet med avhandlingsarbetet har varit att nd en djupare forstaelse av
vilken innebord dldre personer och personal pad sjukhem ldgger i begreppen vérdighet,
doende och dod.

Studie I: att utforska vad dldre personer som lever den sista tiden av sitt liv pd sjukhem
anser vara ett vérdigt liv.

Studie II: att fordjupa forstaelsen for hur tre kvinnor skapar mening i vardagen néira doden.
Studie I11: att utforska vad personal anser vara ett vardigt liv och en vérdig véard. Studie I'V:
att fordjupa forstaelsen for, och kunskapen om, hur personal resonerar om #ldres doende,
dod och vard, efter en dldre persons dod.

Metod
Ett forstaelseinriktat kunskapsintresse dr grunden f6r detta avhandlingsarbete. Data har
samlats via intervjuer med olika informanter

Delstudie 1. Data har samlats via upprepade intervjuer med 12 dldre som bodde pa tva
sjukhem i en och samma stadsdel. For att inkluderas i studien skulle den éldre,
hélsomdssigt, befinna sig i en tidig palliativ fas och ha intakt formaga att kunna ge sitt
samtycke till deltagande. De #ldre foljdes via upprepade intervjuer om mgjligt under en
tidsperiod av cirka 12 ménader. I planen ingick att varje &ldre skulle intervjuas vid minst
fyra tillfdllen. Detta var av olika skél, t.ex. sviktande hilsa, ej genomforbart. Sammantaget
gjordes 39 intervjuer, vilka analyserades med hermeneutisk metod.

Delstudie II. En sekunddranalys gjordes av tre kvinnors beréttelser om att leva nira déden
pa sjukhem och vad som gav mening. Ett andamalsenligt urvalsforfarande tillimpades. Tre
kvinnor valdes da ut bade for att de varit villiga att berétta och for att deras intervjuer
ddrmed var informationsrika. Analysen av datamaterialet gjordes med hermeneutisk
metod.

Delstudie III. Ett dandamaélsenligt urvalsforfarande tillimpades genom att den ansvariga
chefen/sjukskoterskan vid fyra sjukhem inom samma geografiska nidromrade tillfragade
personal i samband med veckomdéten om intresse att delta. Totalt kom 21 personer att
intervjuas vilka analyserades via innehéllsanalys. Bade det manifesta och det latenta
innehéllet analyserades induktivt.

Delstudie IV. Personal vid samma sjukhem deltog i retrospektiva analyser av sju avlidna
dldre personers sista tid i livet. Sju fokusgrupper genomfordes med tv4 till fem deltagare i
varje. Totalt deltog 20 personer i intervjuerna. Den guide som anvéndes vid genomforandet
byggde pd sex frageomrdden som utvecklats av Avery D. Weisman, en amerikansk
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psykiater, for att 6ka kunskapen om personers psykosociala forhallande fore sin dod.
Frageomradena har anpassats till en svensk omvérdnadskontext och formulerats via sex S:
Sjalvbild; Sjdlvbestimmande; Sociala relationer, Symtomlindring; Summering och
sammanhang samt Samtycke eller forsoning med déden (Hermansson, Ternestedt 2001,
Ternestedt et al 2002).

Resultat

Ett av huvudresultaten fran studierna var att virdighet i hog grad forefoll vara relaterad till
en persons sjilvbild och identitet. Det forefoll gilla oavsett om man var den som tog emot
vérd eller den som vardade. En konsekvens av detta blir att innehéllet i vad som
uppfattades som krénkning respektive som frimjade for viardigheten, varierade fran person
till person. Ett annat huvudresultat var att de édldre levde i en kultur som karaktériserades
av tystnad och véntan medan personalen arbetade i en kultur som kidnnetecknades av
gorande. Varden och omsorgen var uppgiftscentrerad med fokus pé kroppslig omvérdnad.
De beskrev sig ha svart att hinna med samtal eller att delta i andra sammanhang.
Personalen kimpade med det som de beskrev som ett gap mellan ideal och verklighet. De
hade svart att leva upp till de ideal och forvantningar som fanns bade hos dem sjédlva och
andra pa en god omsorg och vard i livets slut. En mekaniserad vard beskrevs utgora ett hot
bade for den éldres och for personalens upplevelse av identitetsvéardighet.

Delstudie I. Det framkom att det ibland var ldttare att beskriva hot mot vardigheten dn vad
som frimjade den. De idldres upplevelse av virdighet var i hog grad relaterad till
upplevelsen av den egna kroppen. Nér kroppsliga funktioner sviktade utgjorde de ett hot
mot virdigheten. Detsamma gillde ett tilltagande beroende av andra och en 6kad sarbarhet.
Dessa hot balanserades ofta av att de dldre gav uttryck for en kénsla av sammanhang eller
tillhorighet. Kénslan av sammanhang/tillhérighet behovde inte vara knuten till personer
utan kunde representeras av en kédnd trakt eller av att det sdrskilda boendet var beldget
inom ett omrade som varit och var viktigt for personen. Personalens foérhallningssatt
forefoll dven kunna vara en buffert emot upplevelser av krankning. Hur den dldre personen
kom att uppleva sig sjélv och den egna virdighet féref6ll ha samband med hur personen
kunde balansera den icke igenkdnnbara kroppen och det tilltagande beroendet. Kénslan av
sammanhang och den inre styrkan forefoll kunna balansera forlusterna och beroendet.
Virdigheten forefoll i hog grad vara relaterad till den enskilda personens identitet.

Delstudie II. Dessa resultat ska ses som en fordjupning av studie I. For de tre kvinnorna var
det for vardigheten viktigt att ha fysisk kapacitet, kognitiv férmaga, vara behovd och ha en
kinsla av tillhorighet. Nar dessa kapaciteter utmanades eller sviktade sokte och skapade
kvinnorna sjdlva mening via det som hdr bendmnts en inre dialog med innebdrden att
kvinnorna forefoll ha ett rikt inre liv. Bristen pd gemenskap med andra och bristen pa
samtal med andra var tydlig. Genom att tdnka tillbaka pa viktiga hindelser i livet, pa
uppgifter man haft eller genom att aktivt tinka pa sina barn, barnbarn eller barnbarns barn
skapades mening i en tillvaro som i hog grad beskrevs vara enahanda. Den inre dialogen
har tolkats vara ett sitt att skapa mening i tillvaron.

Delstudie II1. Resultaten visade att det pa en teoretisk niva fanns likheter nar det gillde vad
personal beskrev vara virdighet i livets slutskede for den dldre samt for sig sjéalv. For de
dldre innebar vérdighet att fa kdnna sig trygg, fa sina basala fysiska behov tillgodosedda,
bli sedd som den person man var och att ha en egen privat sfir. En vard som byggde pa
respekt for den enskilda personen som person, dennes identitet och integritet ansags frimja
den dldres upplevelse av virdighet. Personalens virdighet och vardag priglades av den
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konflikt de upplevde mellan de ideal de ville férverkliga och de begriansade majligheter till
att gora detta som de beskrev sig ha. Sjilvrespekten var hotad. Viardighetsbefraimjande var
att bli bekriftad och att fa kdnna sig stolt ver sitt arbete. Hoten mot savél de dldres som
den egna virdigheten har beskrivits vara brist pd resurser och att bli ignorerad eller
marginaliserad.

Delstudie IV. Av denna studie framkom att déende, dod och vard i samband med livets slut
inte var ett vanligt samtalsémne inom de fyra sérskilda vardformerna. Det framkom &ven
att personalen hade ringa vetskap om de sex frageomrédden som intervjuerna belyst.
Personalen hade dock ofta en uppfattning om hur och vad den &dldre ténkt inf6r sin déd. En
sadan allmén uppfattning var att ménga dldre sjélva fattar ett inre beslut om att do, nér de
sjdlva &r beredda att gora detta. Nér den éldre slutar att 4ta eller dricka sa tolkas det ofta
som ett uttryck for att personen dr firdig med livet och beredd att do. Nir det géllde
gruppdynamiken s vickte sarskilt tvd omraden starka kénslor. Den ena frégan géllde vad
som kan anses vara en optimal symtomlindring, den andra fragan det rimliga i att ha ndgon
vid sin sida nidr man doér och om det da spelar nadgon roll vem denne é&r.

Diskussion

Det 6vergripande syftet med avhandlingsarbetet har varit att nd en djupare forstaelse av
vilken innebord dldre personer och personal pad sjukhem ldgger i begreppen vérdighet,
doende och dod. Begreppet virdighet, som det har diskuterats i de olika delstudierna
forefaller vara relaterat till personens sjélvbild och integritet. Det giller bade de &ldre och
personalen. Hoten mot vérdigheten har dven tolkats vara desamma. Klyftan mellan
formulerade ideal och vardens och omsorgens vardag beskrivs vara stor. Doden &r ocksa
nagot outtalat som bara sker utan nigon stérre uppmirksamhet. Kunskapen om de éldres
tankar och kénslor och vem den é&ldre 4r som person, dr begrdnsad. En och samma
boendeform karaktériseras dven av olika vardkulturer. De dldre lever i tystnadens kultur
och personalen i gorandets. Det dr da svart att skapa méten mellan ménniskor och samtal
beskrivs forekomma i begrinsad omfattning. Bristen pd delaktighet i utformandet av
vardagen pé det sdrskilda boendet &r tydlig. Hur dessa forhallanden ska forstds kan
diskuteras. Resultaten ger uppslag for vidare studier. Av vardarnas beskrivningar framgér
att den stress de upplever nir de inte kan ge den goda vard som uttrycks som idealt
uttrycks i samhillet och hos dem utgor, en moralisk konflikt som skapar daligt samvete.
Vardarna behover stod i sitt arbete. En viktig friga som de olika delstudierna tillsammans
vicker dr hur goda vardkulturer kan samskapas, dir bade de é&ldres och personalens
erfarenheter och drivkrafter tas tillvara. Manga har engagerat berittat om sina erfarenheter
av att bli vardad respektive att varda. Det framkommer att déden bade forefaller vara
undangdmd och en hédndelse som inte vicker ndgon storre uppmérksamhet. Det kan & ena
sidan tolkas som négot positivt att doden utgér ett naturligt inslag i verksamheten. Det 4r &
andra sidan mycket som talar emot detta. En individualiserad vard och en god déd torde
krdva att vardarna har kunskap om den person de vardat. Av denna studie framgéar att
kunskapen om vem den &ldre personen varit och hur hon tinkt varit begrinsad. De
redovisade resultaten har dock vissa begransningar vilka bor beaktas. Endast ett fatal dldre
har intervjuats, vilket dock till delar vdags upp av att intervjuerna skett 6ver tid och utgor
inte ett enstaka nedslag i de dldres vardag. Foreliggande resultat bér kompletteras med fler
studier som fokuserar pa hur det &r att leva respektive arbeta, ndra doden pa sjukhem.
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NURSING HOME RESIDENTS
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dying; self-image

Discussion about a dignified death has almost exclusively been applied to palliative care
and people dying of cancer. As populations are getting older in the western world and
living with chronic illnesses affecting their everyday lives, it is relevant to broaden the
definition of palliative care to include other groups of people. The aim of the study was to
explore the views on dignity at the end of life of 12 elderly people living in two nursing
homes in Sweden. A hermeneutic approach was used to interpret the material, which was
gathered during semi-structured interviews. A total of 39 interviews were transcribed. The
analysis revealed three themes: (1) the unrecognizable body; (2) fragility and dependency;
and (3) inner strength and a sense of coherence.

Introduction

In recent health care publications issues on dignity have often been raised with
reference to palliative care and dying.'” In 2002 palliative care was defined by the
World Health Organization as

an approach that improves the quality of life of patients and their families facing the
problems associated with life-threatening illness, through the prevention and relief of
suffering by means of early identification and impeccable assessment and treatment of
pain and other problems, physical, psychological and spiritual (p. 14).*

The number of elderly people is increasing in the western world, so it is necessary to
extend palliative care to other health care settings. Traditionally, palliative care has
almost exclusively been applied to people dying of cancer in hospices or to those
treated elsewhere by specialized palliative care teams. Palliative care needs to be
developed to meet the requirements of an ageing population and, when other
treatments have been withdrawn, such care should be available.* Skilbeck et al.” argue
for the need to broaden the definition of palliative care to include people with other
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illnesses. Their study of people suffering from chronic obstructive airways disease
illustrates the need for managing both health care and social care.

The holistic view of the person, on which palliative care is based, was highlighted as
early as the 1850s when Florence Nightingale introduced a well-being framework with
the focus on the person, the body and the environment.® Today there is agreement that
maintenance of patients’ dignity and quality of life is a central part of nursing. The
international Code of ethics for nurses states that inherent in nursing is the respect for
human rights, including the rights to life, to dignity and to be treated with respect.”

The concept of dignity

Fourteen studies on dignity are presented here; they are described and explored from a
nursing perspective or with relevance to it. Seven are based on a theoretical
perspective,8 14 three on empirical methods,*'>'® and four used a combined theoretical
and empirical approach (Table 1)."*'”'® Common to these studies is respect for an ill
person as an individual. Mairis'> suggests that dignity exists when individuals are
capable of having control over their behaviour, their environment and the way in
which they are treated by others. The concept also includes understanding information
and being capable of making choices. Haddock® defines dignity as having the
possibility of feeling important and valuable in relation to other people, and being
treated as such in situations that can be experienced as threatening. She highlights the
distinction between having dignity, being treated with dignity and actively giving
dignity to other people. Even though dignity is a dynamic subjective belief, it has
characteristics that are shared among people and require consideration. McIntyre,’
together with Haddock,® highlights the relevance and importance of dignity for all
those involved in caring situations and emphasizes the importance of relationships
with regard to dignity. In a study by Zingmark et al.'” good care for people suffering
from Alzheimer’s disease is described as relationship centred, and Fenton and
Mitchell” argue that dignity for elderly people who are receiving care is a state of
physical, emotional and spiritual comfort.

Street'” broadens the understanding of dignity as being embodied and socially
constructed over time, as well as being a subjective, multidimensional, situational and
contextual concept. Street and Love' explored dimensions of privacy and dying related
to dignity in palliative care settings by a study that showed the importance of listening
to dying persons’ needs and desires. In terms of providing respectful care, the dying
process differs between individuals. Privacy in dying means not only having a private
room but also includes respect and acknowledgement of dying persons’ psychological,
social and spiritual space. Maititi and Trorey'® argue that the concept is difficult to
define owing to its subjective, multidimensional and even relative aspects. Jacelon
et al.'"! have described dignity as an outcome while carrying out nursing actions, for
example, when meeting the needs of patients and family members in a satisfactory
way. Gallagher'” identifies two key values of dignity in the nursing context: when
others mostly benefit from our actions towards them; and when we are benefiting
ourselves, for example, through self-respect. According to Gallagher'” and to
Edlund," dignity can be considered both subjectively and objectively with regard to
basic human rights. Edlund describes dignity in terms of unconditional and relative
values that can change over time and are related to our culture and society. This is
close to what Nordenfelt'® describes as Menschenwiirde, which is part of being human

Nursing Ethics 2006 13 (2)



132 L-L Franklin et al.

PAPER |

pauruLspun
AyruStp 1oy aaey sSumnjes ared

1ayjo 10 speyrdsoy ur apdoad jeyy A
aIow St )1 “1oramoy ‘Autp Jeuosiad
Guons e jo asuss e aaey aydoad 3son
AyuSrp Sumaey 10 payrudrp Surpay jo
dINqLIe AIUSOD Sy} pue ‘SI9Y}0 pue
J1os 105 30adsa1 “moraeyaq :sfem a1y}
ur pasn Ajuourwod st AyuSrp prom 9y,
I9PUDLINS

pue ‘UonEWIWNS pUE SISAUIUAS
‘sdrysuonera1 [eos “qoryuod woydwis
“UOT}RUTWLIS}OP-J[9S ‘OFeWI-J[9S eap
poo3 e 3umustradxs 10y soueyroduur

JO BLIOYLID XIS papraoid romawery 9y,
}I0jwod renjuirds pue

reuonjows ‘rearsAyd jo ajess e st LAyrudiq
Kedop pue sasso] uonouny A[rpoq

JO sooudLIadXe SOAJOAUL 31 9SNEIA]
parpoquId Os[e ST 31 ‘SIOY0 YMm sdIys
-uone[aI Y3NoIy} pajonisuod A[[eros
A7oAnyoalqgns st o311 Jo pua ay3 je Arudiq
suorenyis SurusjeaIy} ut

s1ay30 Aq yons se pajeany 3uraq se [[om
Se SI9U}0 0} STU} SJLDTUNUIWOD O} J[de
Suraq ‘SI930 03 UOTJE[DI Ul d[qenyeA pue
jueyrodur [995 ued auo uaYM st AJuSi(]
s1ayjo £q

po3ea} SI 9ys 10 Y PIYMm Ul Aem ayy
I9A0 PUB JUSWUOIIAUD PUE INOTARYS]
I3 1O SIY ISAO0 [OIUO0D ISIDIIXD 0} d[qe
SI [ENPIATPUL Uk UayMm sjstxa Ayudi(y

ardoad [yt Aqpeururrey ur Ayrulip

JO 9NSSI A} 0} Paje[or aIe SI[qeLIeA
oyyads-aseasip pue onydeidourap
snotrea moy Aypuapt 03 pue ‘Audip jo
asuds © Urejurewr 0y a[qe are Layj jey
aA1@010d 9J1] JO PUS B} ILIU AIL OYM
sjuaned YoTyMm 0] JUSIX3 d) SSIsSE O

synpe 1p[o |1 A[[eonLd
pue sasmu Guoure Lyudp piom
oy} jo adesn uourwod ay} a10[dxa O,

9JI] JO puo 9y je

uaAI3 ared jo Ajfenb ayj jo uonenyess
pue uoneyuswmoop “Suruuerd

ared J0j jromawreny e apraoxd of,

axed Guratedar ofdoad A[1ape 03 seje[ar
31 se L31u8rp jo 3deouod ayy asATeue o,

parpoquia pue [euonear se Arudp jo
sasamoosip 3urrojdxa Aq aj1] Jo pus ayy
ye £31u8rp uo ayeqap a3 dn uado o,

asimu pue juaned yjoq jo Lyuewny
Ay} ayeurwun(r sny} pue Arudp
jo Surueswr a1y 1INy AJLrep of,

Sursiu ur a3papmouy

9SEBAIOUL 0} PUR SJUSI JJoUI]

03 1opio ur 3daduod ayy AjLrepd 03

pue AruSrp jo Surueawr ayy ax0[dx? o,

syuonyed
[t Aqreurueey Surureduod
Apmys reorarduwra-reonjaroayy v

ordoad Apropre
Gurureouod Apnys [eoneIody ],

3J1] JO pud ay Je syuaped
Gurureouod Apnys [ednaI0dY |,
ardoad Apropre pue Lulip
uruzaduod Apnjs [ed12I109Y ],

9J1] JO pud ay je syuaned
jo Apnys Teorridwa-reona1oayy,

Sursinu ur AyruSip
Surureouod Apnys [eona1ody],

[erouad
ur Sursinu uo Apnys eorrdwyg

erfensny

vsn

uapamg

AN

erensny

AN

N

£¢00¢
““Ip 32 AOUTYOOYD)

11¢00C
““Iv 39 UuoTAdE(

$1¢00C
“Iv 12 yPOISAUId],

01€00T "TIPYPHIN
pue uojusq

,1100T 19918

§9661 “P0PpeH

V66T ‘SHIRI

S3NSaY

swry

udsaq

A1pumo)n

CRIVEREIC) |

A1uSrp jo Surueaw ayj uo sarpnig T d[qer,

Nursing Ethics 2006 13 (2)



133

Dignity of elderly nursing home residents

Aoeard jo suorsuawrp
[erow pue reosoydAsd ‘Teryeds ayy jo

s3umas axed aanyerred juspedur
juazayyTp ur Supnoerd speuorssajord
318D ) edY JO SMITA dj} UT JUSPTAD

9JI JO pus 9y je
Ayudrp pue Aoearrd Surureouod

15002

Gurpueysiopun ue aprroid synsar ay]  Adeard jo suorsuewip ayj a1o[dxe o],  Apmys [eourdwe-[edneIody) Y BIRISNY  ‘OA0T PUR }99NS
Suraq pue 3urop ‘Gurmouy “unosyjar
“3uraas sayerodioour souajeduwod
reony3a aarsuayaidwod arow 3oadsai-jjas
© /SMIIA [eOI39 119y} Surjerisuowap pue £1uSp umo s,auo 10§ Joadsar AyuStp jo Surueawr
ur 19)39q op 0} axrdse 03 pasu sasINN pue £1uSip 105 30adsar azordxa of, 9y} uo Apnjs [ed1}RI0A) YV N 700z BySeren
JT SUTULISOP O} pasn are syuowddpnl
9A[R[gNS IsNLdaq SALFENRAD
st pue ardoad jusiapp usamiaq shem
JURIJJIP Ul passardxa S jT ey} asuas reyrdsoy ur reydsoy
oy ur 3deouod aane[ar pue aandalqns syusned Jo sadURISWNIID Y} JO SULIS) ur syuened Suowre LyuSp 1700T
‘Teuorsuswrpynu e st Ayrudq  ur AyruSip jo 3deouod ayy arordxe o Surureduod Apnys reorrdwe uy MN “Aero1], pue nnre
aurn 1940 saduey 31 asnedaq ordoad
19p[o 105 Jueprodurr A[jeadsa se usas
st Aiuapr jo Arudip ‘Ayyusprt se AyruSip
pue ‘arnje)s [erow se AJjudip 4Louw jo
Ayurp oy “apinmuayosuapy Jo Arudip AyruSip AyuSip jo Gurueaw
oy} :A3ruB1p jo sad£) moj are ardYy] UeWMNY JO SUOT)OU JO 33S e a10[dXd O, oy} uo Aprys [edRRIOAY} Y USPIMS ¢ F00T HPFUSPION
pa1NISuU0d
Afreos se £yudrp Teuosiad o eIjuUawap
puE J3IoM [eIOW INO 0} [ejudurepuny erjuoWRp wWwoiy Surepns woxy urapns suosiad
pue S[qIdNPALIL St 0} Pardyal st Audi(q suoszad Suowre £3ruSrp arojdxs o] Jurursduod Apnjs [ed1RI0A) Y N €002 IAuUpPN
J[9S [ENPIAIPUT BY} Sururejurews
pue ‘uewny 3uraq ‘Jonuod Juraey
‘urduofaq pue sdiysuonepar :saway}  s[euoissajord pue saanear ‘syusned 3J1[ Jo pus ayy ye Arudip €002
1oy sureyuod Arudrp jo Suruesw oy 03 Audp jo Surueawr ayy a1o[dxe o] Surureouod Apnjys reordwe uy SN ‘sajren(] saug
SaN[eA JATJE[AI JO }3S saouaIds 3urred ayy urgm Ayrudip Ayudrp uewny uo
© pue sanfea ajnjosqe Jo 39s e st AyruSi| 3deouod oYy uo a3pa[mowy aseamdur o]  Aprys [eoduwe-[eonaIoay} Y Udpamg ¢1¢00T “Punipg
SIEEN| swry udisoq  Anuno) ERIICEREIEN|

(ponuzjuoD) T d1qeL

Nursing Ethics 2006 13 (2)



134 L-L Franklin et al.

and is the same for all people. Nordenfelt also suggests three other types of dignity:
dignity as merit, dignity as moral stature and dignity of identity. Dignity of identity as
well as self-image, as discussed by Ternestedt et al.,'* concerns the worth and self-
respect that one ascribes to oneself as well as the worth and value ascribed by others.
Menschenwiirde and dignity of identity are closely related types of dignity according to
Nordenfelt because both are grounded in basic human properties such as the
conditions for life and autonomy. Consequently, when an individual’s Menschenwiirde
is violated, the person’s dignity of identity is violated at the same time. However, there
are differences between Menschenwiirde and dignity of identity. As noted above,
Nordenfelt considers that Menschenwiirde is part of being human and is the same for all
people. A person’s dignity of identity can however change over time, owing to age or
the deeds of others, which can result in physical, psychological or emotional change or
harm. Enes Duartes refers to dignity as a concept composed of different dimensions
concerning relationship and belonging, being human, having control and maintaining
one’s self. These dimensions may alter in response to threats to a person’s dignity.
Chochinov et al® discuss dignity in relation to terminally ill people as a resilient
construct that requires end of life care that promotes dignity in various ways. Dignity
of identity can therefore be considered as of particular relevance when it comes to
elderly people in vulnerable situations.

Current definitions of dignity indicate it as being subjective, multidimensional and
influenced by our sociocultural environment and personal histories.' >%%1%1518
Dignity comprises an internal aspect, which is one’s personal, subjective valuing of
oneself, and an external aspect, which is the valuing of oneself by others.' >'*1¢'8 The
consideration of dignity in palliative care has, however, been questioned by Sandman,
who argues that a problem with the concept is that it is used in numerous ways and
lacks clarity when discussed in relation to death and dying.*

Aim of the study

The aim of this study was to explore the views on dignity expressed by elderly people
living in a nursing home.

Method

A hermeneutic approach was chosen as a method of increasing understanding of
elderly people’s views concerning their dignity while living in a nursing home near the
end of their life. Data collection and analysis were carried out according to the
principles described by Odman.***

Settings and sample

Elderly persons living in two nursing homes were included in the study. Neither home
had an explicit care philosophy such as, for example, the assumptions on which
palliative care is based. Both nursing homes are located within the same geographical
area in a major town in Sweden. The accommodation provided for residents is a single
room with a kitchen or a kitchenette and a private bath and toilet. The furniture is the
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residents” own with the exception of adjustable beds, which fulfil working environ-
ment requirements. The dining area as well as the TV area is communal in both
nursing homes, although most people have their own TV and often prefer to watch this
in private.

The study was of 12 people aged over 85 years (10 women and 2 men). All
participants were Swedish and had different sociocultural backgrounds. The data were
collected according to the starting points and principles described by Odman.?"** The
interviews were conducted over a period of 18 months during 2002 and 2003. A
purposeful sampling technique (a homogeneous sample) was used to select partici-
pants.”® Nurses employed at the nursing homes identified a total of 16 possible
participants out of a maximum of 30. The inclusion criteria were: the residents were in
an early palliative phase (nearing the end of life, which is an extension of the traditional
meaning of palliative care that has a focus on an individual’s last months, weeks or
days); they were able to talk; they did not suffer from memory loss; and they understood
the purpose of the study and the meaning of their own participation. Three people
declined to participate. One person took part in only one interview and was excluded
from the study because the plan was to interview the participants several times.

Ethical considerations

The participants received individual oral and written information about the study
from the nurses in the nursing home. A letter of informed consent was signed in the
presence of a nurse when the oral information about the study was given and the
participants had agreed to participate. The interviews were carried out over a period of
time, so it was important to give repeat information about the study at each interview
and also to be sensitive to any signs of a wish to discontinue participation. Moody**
discussed the difficulties of enhancing autonomy in long-term care and questioned the
standard ideal of informed consent. Instead, he suggested the term ‘negotiated
consent’” be used in matters concerning elderly people in long-term care settings.
Negotiation is based on equality between the people involved rather then on a power
differential, for example, between researcher and participant. In this study, the
interviewer (LLF) aimed to create an open environment when carrying out the
interviews so that the participants could speak freely. The interviewer was con-
tinuously aware that elderly people’s autonomy can change over time owing to
different circumstances. In consideration of changes in elderly people’s everyday lives,
it was important to look for evidence of participants not wishing to continue with the
interviews. This resulted in some cancelled interviews and sometimes in shorter
interviews than originally planned. The quotations used in the ‘Findings’ section were
translated from Swedish to English, so some grammatical changes have been made,
although with great care in trying to avoid the risk of altering their content. The
authors have maintained the confidentiality of each individual by using quotations
that cannot be linked to any one person. Approval to conduct the study was granted
by the local Research Ethics Committee (171-01).

Interviews: data collection

The study was carried out over a period of 18 months during 2002 and 2003. Data were
collected by audiotaped interviews conducted in the nursing homes by the first author

Nursing Ethics 2006 13 (2)



136 L-L Franklin et al.

(LLF). The participants were interviewed two to four times depending on their
personal circumstances at intervals of three to six months (see Table 2). The
semistructured interviews involved four to six questions. The questions were open
ended and covered attitudinal, conceptual and practical concerns related to everyday
life in the nursing homes. The interviews focused on the present state of the elderly
persons’ health and their current situation compared with their previous life,
descriptions of what it is like to live in a nursing home, and what provided meaning
in their everyday life. The aim was to promote a trustworthy relationship so that these
elderly persons could feel free to say what they wished. The first interview was
designed to create confidence between the interviewer and the participant through an
ordinary conversation. Questions were added during the next interview to acquire
further understanding of the topics that had been raised previously and of new areas
such as thoughts about death. The questions were related to how each participant
upholds a sense of dignity in everyday life and also when thinking of the future, which
often included thoughts of death. Each interview took between 30 and 90 minutes and
enabled the participants to explore and explain their views of their everyday life. A
total of 39 interviews were conducted.

Analysis

The analysis followed the hermeneutic process of Odman®"** and was characterized

by moving from the text as a whole to the situational meanings and circumstances
present in the text. The researchers’ pre-understanding was based on practical
experience gained from nursing elderly people (LLF), research on palliative care
(BMT) and research on basic concepts from a philosophical perspective (LN). One of
the authors (LLF) analysed the texts stepwise and moved also between the different
steps and from the parts to the whole and back again (the hermeneutic circle). The
parts gave meaning to the whole and vice versa. The steps were as follows:

1. The whole text from each interview was read to acquire an overall understanding
of its content and what the participant wanted to convey.

Table 2 Interviews conducted with each participant

Participant no. Interview 1 Interview 2 Interview 3 Interview 4
1 va v v v
2 v v v v
3 v v Feeling ill, so only a short Dead
conversation took place
4 v V4 v V4
5 v v v V4
6 v v v v
7 v V4 Too ill to continue the Cancelled
study
8 v v Dead
9 v Too sad to participate v/ v
10 v v v Cancelled
11 v v v v
12 v v v Dead
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Each person’s interviews were read again and analysed against the background of
the participant’s situational context in order to reach a deeper understanding of
the story.

A summary of each participant’s analysed interviews was written and his or her
perspectives were compared with each other. On this level the parts and the whole
texts were compared thoroughly to make sure that they matched each other.
Anything that could be interpreted as contradictory to the matching data was
sought.

The hermeneutic understanding obtained from step 3, based on steps 1 and 2,
resulted in the identification of three themes: the unrecognizable body, depen-

dency and fragility, and inner strength and a sense of coherence (Table 3).

An inductive method was used for steps 1-3.

Findings

For most of the elderly people in this study, moving into the nursing home brought
many great changes in their everyday lives, which were drawing to a close. They had
lost their own homes and only one participant described the nursing home as ‘home’.

Table 3 Development of the three major themes

Parts of participants’ stories

Subthemes from the compared
analysed summaries of the
interviews

Major theme

I can’t do anything. Since they
amputated my legs I just
wheel around in my wheelchair.
I just lie here; you see I can’t
move, my body just won't let
me. I used to be very active
and travel a lot.

I need help with everything;
I can’t even go to the
bathroom by myself.

I need help with everything; I can’t
even go to the bathroom by
myself.

It is horrible when you need help
with everything.

I am afraid of the day when
I can’t even get out of bed.

I try to see something positive in
each day; ie look at a beautiful
flower outside my window or so.

I have my family and the staff is
nice here.

Living in a body that doesn’t
function as it used to do

Not being able to take care of
one’s self and having to put up
with situations of exposure

Finding positive parts in
everyday life despite
different losses

The unrecognizable
body

Dependency and
fragility

Inner strength and a
sense of coherence
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Instead it was mainly perceived as a place that was necessary because of their inability
to take care of themselves. Severe reductions in bodily function affected their capacity
to handle their basic everyday needs and made them feel that they did not have a
choice about moving into a nursing home. They were well aware of their need for
assistance for up to 24 hours a day. In that sense the nursing home meant safety for
these elderly people because they knew they could receive help at any time. Their
views concerning their dignity and their experience of both themselves and their life in
the nursing home were often related to how they experienced their own body and
could be classified into three themes: the unrecognizable body, fragility and
dependency, and inner strength and a sense of coherence. It seems easier to give
examples of what is undignified instead on what dignity is. The first two themes are
more related to the experience of indignity and are important aspects of elderly
people’s everyday life in a nursing home. This became obvious during the interviews
as the participants described how the attitudes of others affected their inner strength,
dignity of identity, and self-image and could either encourage or hinder their sense of
dignity of identity.

The unrecognizable body

A keenly felt experience among these elderly people was no longer being able to
control their bodily functions and movements. Transgression of boundaries and
exposure caused their experience of lack of respect for their integrity. These
experiences were a threat to their self-image and identity. Losing certain bodily
functions meant an almost inevitable dependency, which the elderly people experi-
enced as violating and difficult to handle despite their reconciliation with their
situation on another level. They believed they were losing control over their everyday
life and basic needs. They could no longer present themselves as they were used to
doing. This was in terms of both how the participants viewed themselves and how
others viewed them. Bodily losses related to ageing can be experienced as a violation
of a person’s dignity.

One participant described the experience of feeling as helpless as a little baby and
how that challenged that individual’s personal view of self.

It’s horrible not being able to take care of myself. I can always get help but it’s horrible to
wake up when you wet your own bed. Everything you do you're dependent on others. For
example, when you need to go to the toilet. It doesn’t feel good to ask for help going to the
toilet, just like babies.

Not being able to control their own body concerning elimination seemed to be
especially difficult. The body was regarded as unrecognizable or even as shameful
because of how it behaved, looked or smelled. It was as if they had a strong fear of not
being clean. Their bodily losses limited everyday life and the boundaries between
them and others were sometimes experienced as ruptured. This particular limitation
meant another dependency, which was experienced as frightening by many.

I never thought of myself as getting old. I always said, I'm not afraid ... but now I am
afraid; you see, the more dependent you get, the more frightened you get. Can you
understand?

Those who were around these elderly people and their attitudes influenced the
participants” experience of dignity. One described the following experiences:
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When I lost my hearing people started to ignore me. They didn’t treat me as a human
being any more and then when I lost my eyesight there was nothing left. I couldn’t go
anywhere and couldn’t do anything. For example, I can’t hold the telephone and it’s
impossible for me to put it back if no one helps me. My friends want me to contact them as
well but I can’t without asking the girls and they have so much to do and are in such a
rush so I forget to ask when they are in here.

This person described how other people’s reaction changed as the loss of vital bodily
functions increased, leading to further dependency on others and to a changed self-
image. This participant’s confidence was affected and different situations in normal
everyday life were described as being avoided because of the shame and embarrass-
ment of not being able to present the body in a desirable way. This resulted in more
isolation from others. Not asking for help despite needing it could indicate a lack of
confidence but also an awareness of the staff’s considerable workload and not wanting
to disturb them.

Fragility and dependency

The elderly participants appeared to be very fragile. Their life situation was
characterized by fears and anxiety about the future and the further loss of control
and increased dependency, and the exposure to which this could lead. Greater
dependency and loss of control mean reduced autonomy. Some stories revealed
feelings of fear and desperation over the actions of staff. They often expressed a lack of
negotiation about how best to meet an elderly person’s needs and desires, which was
instead experienced as insulting and as a threat to the sense of self. These stories are
examples of the need for negotiation and making sure that the outcome of nursing
actions benefits the person and does not cause harm.

The environment was also described as passive and the attitudes of the staff
were of importance to the elderly people’s views of themselves. Two stories illustrate
this.

You see ... it feels as if they treat us as if we don’t understand anything even though we
have lived a whole life. Why doesn’t anyone speak to us? It is almost as if we are
blockheads just because we are old ... I suppose that is how it goes. There is nothing here
for us; everything is supposed to be done quickly and fit into the right box. We are told
when to eat, when to shower, everything. And no one ever says a word, no one says a
word.

This illustrates the participants” experience of not being seen or treated in a personal
way. Instead, attitudes towards them are stereotyped and neglectful. The silence and
lack of conversation surrounding them is explicit and provides an environment of
‘living in silence’.

I wish my son would visit me . .. but I suppose he is busy and has other things to do. You

see, his wife is ... I don’ t really know but they never come here. I wish I had someone to
talk to. They never have time for us here, not even to say a word; it’s like we are nothing.

The elderly people’s view of the organization was that it did not provide the
possibilities for meeting individual personal needs. They thought they were not
being seen as the persons they are. Some had been abandoned by their next of kin
and the days followed each other in silence and without conversation. This lack of
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conversation made some of them feel invisible and had a negative affect on the fullness
of their everyday life.

Inner strength and sense of coherence

The two earlier themes illustrate a quite dark picture of being old and living in a
nursing home. Daily life contains much loneliness. Other people, for example staff, are
there physically but not emotionally and this makes it difficult to find meaning in
everyday life. At the same time elderly people can represent a powerful force, which
was visible in their different strategies for handling life in a nursing home. Supportive
attitudes from both staff and next of kin seemed to help to strengthen the elderly
people’s possibilities of maintaining dignity of identity despite all the threats to which
they were exposed. The darkness contained light and the quotations below express the
importance of them feeling involved and belonging. The core of feeling valued and
being of worth is illustrated as finding meaning in an otherwise narrow everyday life.

I have a family with grandchildren and that is nice. I don’t see them often but my wife is
coming to see me almost every day. But I just want to go home. It's OK here but it’s not
home with staff coming and going. Nothing happens here. I miss my social life in my
home.

This shows that thoughts of the grandchildren, even though they did not visit often,
helped this person to see himself as a significant link in an important context, which
helped him to experience a sense of coherence even though he missed his home.
Family as well as significant others were of importance for his experience of a sense of
self and meaning in everyday life.

The next quotation expresses that staff can have a key role in elderly people’s
everyday life and their experience of dignity.

It’s hard to find meaning in daily life when you can’t do anything on your own. But I have
my family. It is a big family and that is what keeps me going. Also I have a great contact
person here at the nursing home. She helps me with everything and she is lovely. There is
also a man who is wonderful. They have a lot to take care of, you see everyone likes them.

The capability of enjoying the small things in life despite different losses was
apparent in most of the elderly people in this study.

I'm scared of being dependent, tied to the bed and not being able to take care of myself,
but there is no point in worrying. I try to enjoy the moment. The sun is shining or a flower
is blooming . .. things like that.

Photographs or other things that reminded the participants of important events
strengthened their feeling of belonging and coherence.

Look at these pictures. It is my child, grandchild and her newborn. Can you believe, we are
four generations.

The feeling of still serving a purpose was important for the experience of having
personal value. To serve a purpose was expressed as, for example:

I'm a mother and a grandmother and my whole family is lovely. I help the others at
mealtimes. It helps them and the staff.

Helping others brought out feelings of importance and the person had a part to play
in everyday life in the nursing home. In this way she felt confirmed in an otherwise
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pretty narrow life. Small things were greatly appreciated: a phone call or a short visit
was a highlight in the participants’ daily life. These events strengthened their identity
and their experience of having a value.

Discussion

The aim of this study was to explore elderly people’s views of dignity when living in a
nursing home towards the end of their life. Through their stories about specific caring
situations and everyday life at the nursing home the meaning of dignity has been
highlighted. It seems that it was easier for these elderly people to describe dignity
when their dignity had been threatened or violated. Ageing, with all its losses, can
itself be experienced as a threat or violation. The participants described repeatedly
how their increased bodily losses led to further dependency. Especially difficult was
not being able to control their bladder and bowels, when their body became perceived
as unrecognizable. This affected at least one of the aspects of dignity (dignity of
identity) described by Nordenfelt'® as well as by others, including the values of actions
and being, and maintaining the individual self.? Elderly people’s views on dignity as
they appear in this study can be illustrated by a triangle where each corner represents
a theme (see Figure 1).

The three themes (the unrecognizable body, fragility and dependency, and inner
strength and a sense of coherence) interact and can both promote and hinder a

Inner strength

The < »  Fragility
unrecognizable and
body dependency

Culture of care

Society’s views of
elderly people

Figure 1 Interacting aspects of elderly people’s views concerning dignity in everyday
life when living in a nursing home and nearing the end of life
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person’s dignity of identity, depending on personal as well as organizational
circumstances. This interaction appears in a certain context or culture of care and
could be described as an ‘inner struggle’.

The participants’ stories and experiences of everyday life were often related to their
body and its decay. As discussed by Street'” and by Nordenfelt'® it seems as if not
being able to control their personal behaviour or the environment in which they live
affects elderly people’s feelings of worth and value. Body changes affect personal
autonomy and dignity of identity. According to Street, dignity as personhood or self-
worth contains the individual’s past, secrets, successes, life’'s work, and current
strengths and interests within their context. Inherent in dignity as personhood is
respect for all aspects of the person.'® This is close to what Sahlberg-Blom et al.*>?°
describe as an important starting point in palliative care: to tend to each individual’s
needs on the basis of his or her personal view of self and self-image. Helping a dying
person to maintain a positive self-image until death is assumed to promote
possibilities of experiencing a good death.”® Respect for the person within a caring
relationship has been proved to help people to maintain a feeling of dignity.”*®
Dignity as personhood typifies dignity and personal worth. Loss of dignity, as loss of
autonomy and fear of an unworthy existence, can relate to a person’s self-worth or
personhood. In this study dependency in the nursing home setting was described as
challenging the feeling of being needed. It is apparent that being needed is essential to
the feeling of having worth. All the losses that had affected these people’s lives both
physically and psychologically made it difficult to define the meaning of value and
worth.

Dependency means a potential risk of exposure and further loss of control of the
personal situation. Strandberg has investigated dependency on care,” finding that
there is a demand to negotiate how best to meet the needs of a patient in a dependent
caring relationship. Her study also emphasizes nurses” potential to use their position
and power in a fruitful way, whereby they use their capabilities and offer different
possibilities to meet the needs and desires of each person in need of care.

In this study, lack of conversation and the silence surrounding elderly people is
demonstrated, and life in the nursing home setting is experienced as safe and secure
but boring. In a relatively new Swedish dissertation, Whitaker® reports that elderly
people in a nursing home setting have some kind of inner strength and also a sense of
coherence. Chochinov et al.® argue that, despite various psychological and physical
challenges, people who are at the end of their life experience a strong personal sense of
dignity.

Street'” has described dignity as both embodied and relational. The experience of
dignity is an interaction between the person, others and society. As stated by
Haddock,® this reveals the significance of others and their attitudes in ensuring that
elderly people feel they have dignity. Haddock discusses the importance of having the
possibility of feeling essential and valuable in relationships with others, especially in
situations that can be experienced as threatening. Her distinction between having
dignity, being treated with dignity and actively giving dignity to others embraces all
those involved in caring situations. This is in line with the themes that emerged to
illustrate the findings in our study, that elderly people struggle to maintain their
dignity at the end of their life while living in a nursing home.

The participants” dignity of identity was to a great extent also connected to others’
attitudes towards them as persons. What happens in the caring relationship between
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older people and staff mirrors the organization and their prioritizing concerning,
among other things, ongoing education and support for the staff. On the other hand,
the organization mirrors different values of society when it comes to resources and
priorities between different sectors. There is a risk that dedicated staff who are not
given the opportunity to care for elderly people in accordance with the aims set out in
guidance documents, as well as with their own values, are exposed to moral stress.>!

In our post-modern society, youth and strength are highly valued and this raises
questions about how this affects persons with weakened bodily functions who are in
vulnerable situations. One question that can be raised is whether a lack of conversation
and a shortage of resources in the care of older people mirrors such a view on the part
of society and has consequences in clinical practice concerning attitudes towards
elders. It would be interesting to study this further because the care of elderly people
raises issues and questions for nurses with regard to how to promote possibilities for
maintaining identity and dignity at the end of life.

It is important to address the need for tailored palliative care for all those who need
it in different health care settings in order to provide dignified care at the end of life.
Studies have shown that elderly people with chronic illnesses and people who lack a
social network are more likely to be undertreated than others.>’ *° Just like younger
people, elderly people need sufficient palliative care at the end of life.* Andrews>®
suggests that places where people die, such as nursing homes, need to move towards
more sensitive nursing care that incorporates respect for each individual because there
is a lack of respect for personal boundaries in these settings. Privacy is a question of
place and space and also of protecting the individual from unnecessary intrusion.

Elderly people’s perception of dignity in nursing home settings is not unidimen-
sional. The dignity of older persons has been interpreted as embodied, relational,
situational and contextual. It is therefore a fragile matter that needs to be addressed in
different care contexts. In the everyday care context of strain it seems as if supportive
relationships with others could help elderly persons to maintain or construct a ‘new’
identity with which it is acceptable to live. What can be of particular interest in our
study is the relationship between the threat to one’s dignity and the inner strength the
elderly people show in trying to maintain their self-image, identity and dignity. This
needs to be addressed in nursing care and studied further.

Our study was limited to the experience of elderly people living in nursing homes
who did not have cognitive or speech impairment. It would be of great value to add
observational studies to the interviews and also to examine the interactions between
elderly people and care staff. This would provide a broader understanding of older
people’s everyday experience and their dignity as their life draws to a close.
Nevertheless, the findings from the interviews have provided in-depth illustrations
of everyday life in nursing homes. To ensure validity and reliability, a demand in
hermeneutic research is that the interpretations have an inner logic and are consistent,
and that throughout a study it is possible for readers to follow the interpretations.
Objectivity and validity in human science research means approaching things directly.
An attitude of openness throughout the research process is therefore important.*” It is
possible that the participants perceived the interviews as therapeutic because they had
the chance to talk repeatedly about their experiences from the past and present and
their thoughts about the future. A question that must be raised is the study’s validity
and reliability. Although different areas have been highlighted and spoken about over
time, it has to some extent been possible to check the reliability of the answers received
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in the interviews. On the other hand, it is possible that a person can change his or her
views without interfering with the validity and reliability of the study. We tried hard to
increase the study’s validity and reliability during the interviews and also when
analysing the data. One question asked was if the elderly people’s stories represent
grounded experiences or were simply eye-catching moments. We have searched for
other alternative interpretations. A demand in hermeneutic research is that the
interpretations are logical and consistent as well as reflecting the actual situations. We
actively tried to meet these demands and our result is on the whole congruent with
other research on dignity. However, this study adds the perspective of elderly people’s
views on dignity at the end of life when they are living in nursing homes.

Implications for nursing

This study showed that understanding dignity has important implications for the
quality of care provided in nursing homes. From the elderly people’s stories it is clear
that in order to keep a sense of dignity people need to be seen and respected for who
they are. Care focusing on and aiming to promote an elderly person’s identity and
dignity demands interest and a desire to know the person. It is important to address
this in particular and to find out individuals’ views of themselves and how they value
themselves in this particular context. This demonstrates how difficult and sensitive it
can be to tailor care to individual needs. It also highlights the importance of doing so in
order to provide dignified care at the end of life. Beginning to understand how
different bodily function losses affect elderly people and what it is like to be dependent
reveals a range of possible ways of developing care for people who are near the end of
their life. However, recognition of the importance of place and space enhances
opportunities to develop care for elderly people in nursing homes. If dignity at the end
of life is an aim of the care given in nursing homes, then it is important that the staff
reflect on their own views of dignity in terms of ageing and elderly people in order to
resolve the critical issue of how staff members can support people’s dignity towards
the end of life. Education and supervision could be part of such care. If dignity is
understood in a multidimensional manner, nursing home staff will be able to develop
a range of options for caring for elderly people.
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THREE NURSING HOME RESIDENTS
SPEAK ABOUT MEANING AT THE
END OF LIFE
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This article provides a deeper understanding of how meaning can be created in every-
day life at a nursing home. It is based on a primary study concerning dignity involv-
ing 12 older people living in two nursing homes in Sweden. A secondary analysis was
carried out on data obtained from three of the primary participants interviewed over a
period of time (18-24 months), with a total of 12 interviews carried out using an induct-
ive hermeneutic approach. The study reveals that meaning was created by: having a
sense of physical capability; having a sense of cognitive capability; having a sense of
being needed; and having a sense of belonging. Meaning was created through inner
dialogue, communication and relationships with others. A second finding is that the
experience of meaning can sometimes be hard to realize.

Background

When one’s existence is threatened, as for example when a person is nearing the
end of life, ' existential issues concerning meaning become more urgent. Older
people’s age-related losses such as losses of social relationships, social roles, physical
capacities and independence can be a challenge to their sense of meaning in daily
life.> Western society’s strong emphasis on autonomy and independence can also
result in older people being marginalized in mainstream society and not being
assigned the same rights as during other phases of their life.>* Whitaker® describes
how older people’s tiredness is not always related to ageing but is influenced by the
inactive care culture constituted by the nursing home. The care culture reflects
underlying values and ways of thinking® and can both promote and hinder an older
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Meaning at the end of Life 89

person’s experience of meaning in everyday life. This is in line with Lloyd,” who
highlights the need for long-term support to enhance older people’s end of life.

The concept of meaning is used in different ways depending on the context.
Westerhof et al.* describe the concept of personal meaning by separating its cogni-
tive and motivational components. They state that the cognitive component of mean-
ing relates to how a person attempts to identify significance in searching for a sense
of coherence. An example of this could be reflecting on one’s life. The motivational
component includes the search for a purpose in life as well as having realistic goals
and intentions. This approach is close to what Skaggs and Barron® describe and
define as global meaning. They also talk about situational meaning, which concerns
one particular situation. When the situational and global meanings are not congru-
ent, the search for meaning emerges. The situation the person is in may be limiting
the person’s ability to recognize his or her own potential. This tension emerges, for
example, when older people who had earlier managed to live independent lives then
become dependent on others. The gap between the global and the situational mean-
ing is then evident. It is reasonable to assume that the way in which older persons
create meaning in such situations may influence their sense of dignity of identity.
Dignity of identity was described by Franklin et al.’ as hindered if there is an unrec-
ognizable body, fragility or dependency. Inner strength and sense of belonging were
described as promoting an older person’s dignity of identity. Research in palliative
care has only recently started to include and focus on the needs of older people,'**
who are increasingly cared for in nursing homes until their death. This means that
nursing homes are significant places for dying'*" and places where the creation of
meaning occurs. Meaning is understood here in the general sense of one’s self and
one’s life having a value, with a focus on everyday life.

Aim
The aim of this study was to acquire a deeper understanding of how three older
women create meaning in their everyday life in a nursing home.

Design

An inductive hermeneutic design was chosen. A primary study involving 12 older
people’s views on dignity’ was carried out over a period of 18-24 months, with a
total of 39 interviews. A secondary analysis was then conducted on 12 interviews
with three women identified from among the 12 original participants. These women'’s
interviews were chosen because of their richness and the reflective content that
revealed various ways in which meaning was experienced and created. The three
women were interviewed on four occasions in their private rooms at the nursing
homes. Short informal conversations were also held with the women between the
scheduled interviews. The narratives told by the women oscillated between events
providing meaning from the past and present. Extracts from each interview that
were interpreted by the first author (LLF) and are especially meaningful have been
combined to make three narratives."”
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Participants and the nursing home context

The three women lived in two nursing homes in the same geographical district. They
had lived most of their lives in the same area. All lived in single rooms with their
own furniture. Cooking facilities were provided, which none of the women could
take advantage of because of their physical condition and lack of strength; all rooms
had private bathrooms. There was a communal dining area and TV room.

Alice and Martha were both 95 years old and Sophia was 93 when the interviews
took place (names have been changed). They had lived in the nursing home for
between two and four years and suffered from various physical ailments that greatly
limited their possibilities of carrying out normal everyday activities.

Data analysis

1) The analysis followed the principles for hermeneutics described by Odman.!® The
guiding principle was openness towards what the women had told about their
past, present and future from the point of view of what gave meaning to their
life. Understanding of the women’s experiences proceeded gradually.

2) The transcripts were first analysed as a whole, with the text providing a broad
understanding of what the women experienced as bringing meaning into their life.

3) The stories were then read and analysed part by part to acquire a more detailed
understanding. Four themes were identified as significant with regard to mean-
ing in everyday life: physical capability, maintained cognitive capability, being
needed by others, and having a sense of belonging.

4) Three additional themes were identified as describing the women’s struggle to
acquire a sense of meaning in everyday life. Meaning was created through com-
munication, relationships with others, and an ‘inner dialogue’. These themes are
illustrated in Table 1.

5) The analytical procedure was characterized by moving from the whole to parts
of the text and vice versa, searching for significant events related to meaning in
the stories (hermeneutic circle).

6) In conclusion, one of the authors (LLF) listened to the tapes again to discover
possible contradictions or alternative interpretations.

The authors’ pre-understanding is based on practical experience from nursing

older people (LLF), research in palliative care (BMT) and research on basic concepts
from a philosophical perspective (LN).

Table 1 Creation of meaning in everyday life in a nursing home

Sources of meaning Meaning was created through
Having a sense of physical capability An inner dialogue

Having a sense of cognitive capability Relationships with others
Having a sense of being needed Communication

Having a sense of belonging
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Ethical considerations

The three women gave informed consent to participate in the first study. They were
informed during the interviews that they may be used in a second study. The first
author has ensured the confidentiality of each individual by using stories that can-
not be linked to any one person. Approval to conduct the study was granted by the
local Research Ethics Committee (171-01).

Findings

Through Alice, Sophia and Martha’s willingness each to share part of their life-story
it has been possible to acquire a deeper understanding of how these three women
experienced and created meaning when they were nearing the end of their life.
Meaning in their present lives was closely related to their earlier lives. This was
expressed as still wanting to be needed, having a sense of physical and cognitive
capability, having a sense of belonging, and having communication and relationships
with others (Tablel). The main finding of this study can be described as the inner
dialogue being an important facilitator of creating meaning. The inner dialogue,
together with an inner strength and having contact with others, seems to have facili-
tated the creation of meaning in life as a whole, including both the past and the
present. One of the women found it difficult to find any meaning in her present life
and her inner dialogue focused more on her striving to come to terms with her life
as it had turned out and to reach for closure. Despite the women’s bodily losses and
dependence on others they had a wish to be involved in their daily life at the nurs-
ing home. These three women’s stories revealed both similarities as well as differ-
ences about what provided meaning for them in their everyday life. The differences
mainly consisted of what the women thought about and focused on in their inner
dialogue (i.e. what they considered provided meaning in their lives).

Alice

Alice had been a housewife and she talked about her family with warmth. She
related that they had always been a close and loving family. Family values had
always been important to Alice, and her room was filled with family pictures and
private things that she gladly talked about.

I moved in here after a hospital stay. It’s a nice place but I miss doing things
together with others. But it’s difficult because many suffer from memory loss
so it’s not working. But I have my family and they’re very dear to me; we are
a big family.

Alice speaks of her life as being overall a happy one and she believed that her
family cared for her and that they were doing everything they could for her. She felt
needed by her family and she spent a lot of her time thinking about them in the past
and in the present. This contributed to her sense of meaning. When Alice was alone
in her room she spent most of her time looking at family photos and engaging in an
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inner dialogue in which she mainly thought of her family and the meaning of being
a wife, a mother and a grandmother, which she has greatly appreciated.

Alice had in a way accepted the nursing home environment because it meant secur-
ity for her. She had lost many of her physical bodily functions and was now in a
wheelchair. She said that ageing for her was not only a decline of her physical body
and bodily capacities, it also affected her feeling of freedom in everyday life. Every-
day goals changed over time as her physical health worsened.

Do you know what makes me happy? To be able to go to the toilet on my own.
It gives me satisfaction not having to ask for help with everything. I'm so grate-
ful that I can take care of myself as much as I can.

To be able to tend to her basic intimate needs and not have to ask for help with
everything gave Alice a sense of meaning. It was important to her to keep her phys-
ical competence and independence.

She also described the end of life as a time when loss of friendships happens,
which caused emotional and existential suffering.

An old friend of mine who used to visit me regularly is very ill and that makes
me quite sad because we’ve known each other for many years. But you see
that’s what being old is. Your friends die and that’s why it is wonderful to be
close to my family. It's my family that feels important to me.

Although she had a close relationship with her family, Alice missed everyday
togetherness and conversation with others. The nursing home residents did not inter-
act with each other apart from at mealtimes, thus the staff played an important role
in her finding a sense of meaning.

I'm particularly fond of two of them. I think we know each other quite well; they
know most things there are to know and they know how I want things to be.

It was important to Alice that the staff knew her as the person that she experi-
enced herself as, and that they respected her values and lifestyle.

Alice’s inner dialogue and her creation of meaning were mainly related to her fam-
ily and the importance of being both a mother and a grandmother. In this instance
her sense of meaning was close to her dignity of identity and her sense of coherence.
Big events, such as christenings and weddings, meant a lot to Alice and she was
always invited to join any family events. Her family made her feel needed and import-
ant and that meant a lot to her. Alice’s relationship with her family and to some extent
some of the staff can be seen as having a central role in her creation of meaning.

Sophia

Sophia had lived a single life without children. Her family life comprised brief
contact with her niece and her niece’s daughter. At the time when the interviews
took place Sophia was the most dependent of the three women. She was bedridden
and totally dependent on the staff to see to her everyday needs. Sophia was also the
one most critical of the nursing home as a place for caring. She experienced the
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atmosphere there as cold and she spoke of the lack of a basic care philosophy respect-
ing older people’s needs. Throughout the research conversations Sophia often returned
to how she had lived and enjoyed an active, independent life, and she often said:

I have lived my life my way with friends and lots of travelling.

Her wish was to end her life by just falling asleep and she described her daily
life at the nursing home as a ‘non-life’.

I want my life to end now. I can’t feel at home here; I never have done and
Inever will. No one talks to me except for you. No one has time for us, but
that’s how it is, getting old: they don’t want to know in some strange way.
Maybe they think we’re from outer space, I don't know. I've told you before
that if there was only some warmth and dignity in this care then maybe it could
be called care, but there is no warmth or dignity. I have my books and some-
times I watch TV but I can’t turn it on or off so that’s whenever they feel like
doing it.

Sophia enjoyed reading and sometimes she watched TV but to do that she was
also totally dependent on the staff. She said:

It's up to them when they decide they’ve got the time to turn on the TV or radio.

Sophia experienced feelings of abandonment and neglect. She expressed several
times how she was longing for proper or just short conversations with others.

In the quotation below Sophia expressed a sense of there being no meaning. She felt
not needed and was unable to do anything. She felt as if she had no purpose in life.

Meaning in life when you're lying like this? No, I wouldn’t say there is. I just
want to fall asleep and never wake up, that’s what I want. I'm no good to any-
one lying here; this life has no meaning at all. It would be valuable to have
more contact with my family or someone that had the time to listen. In this
place I haven’t been able to have any contact with anyone; I just lie here sick
and all I do is think of old times, everything that’s been fun. There’s no point
lying here thinking why this or that happened. No, I think of my travels.

Thus Sophia described difficulties regarding creating meaning in her present life.
She described her participation in this study as providing a sense of meaning
through the interaction and conversations. She expressed thoughts of how it might
have been different if she had had more contact with her family or someone else at
this point in her life. She found it difficult to establish contact with anyone in the
nursing home, and the lack of someone to talk to was clearly expressed as adding
to her lack of a sense of meaning. The quotations above illustrate to some extent
how Sophia’s inner dialogue and her dignity of identity partly provided her with a
sense of meaning as she thought of her past life, chiefly her travels and her inde-
pendence. It seems as if Sophia was stranded by the limitations of her body, her
dependence, and the nursing home culture. Although her memories provided her
with retroactive strength that helped her to bear her situation in the nursing home,

Nursing Ethics 2008 15 (1)



94 L-L Dwyer et al.

her everyday life and life goals were too far away for Sophia to create meaning.
Sophia died one night in her sleep, a few months after the last interview.

Martha

Martha had been a widow for many years and her present family included one
daughter, one son (one child died young) and her grandchildren. She described her
relationships with them as relaxed. Martha was brought up in a family with very
strict religious beliefs that have to a large extent guided her life. She had tried to
follow the Ten Commandments throughout her life and doing ‘good’ for others had
been a guiding principle for her. Martha married young and she and her husband
moved to a city. Her husband died when they were both in their fifties. Their chil-
dren were quite young at the time of her husband’s death and Martha started to save
money to start a small business. She lost her eyesight three years ago. Martha’s inner
dialogue reveals how she always tried to accept life as it is, in good and in bad times.
She described herself as a fighter, as a person who never gave up. She greatly missed
her eyesight because she felt limited and dependent in everyday life because she
could not do everything that she was used to doing.

This is a trial in my life that I just have to go through. When you don't see,
you don’t see, and that’s how it is, but I'm satisfied with life anyway, it would
be impossible otherwise.

The conversations with Martha were characterized by a great deal of reflection on
life’s ups and downs, and also her inner dialogue with a strong emphasis on her
cognitive capacities that provided her with a sense of meaning. She emphasized all
her good memories and said:

Sometimes I laugh at things I've done. I went through a difficult time when
my husband passed away and I had two teenagers to take care of on my own.
I thought to myself, what do I do now? There was really no choice but to buy
a house, so I looked in the paper and bought a house.

You see, I feel as if I have everything left inside my head. When I think of
the difference between being young and old I think, when you're younger you
have all those great expectations about the future that might go up and down
all the time. Then, when you get older you're more stable, you know more of
what life is about and maybe it’s time to start thinking of what mistakes one
has made or what has been good. Life is up and down for everyone, I believe,
and it also depends on how you feel on the inside and how you meet difficul-
ties. I've always said try, try and it'll be all right as long as you're healthy, and
so I'll keep on fighting. You know you can’t change anything in your life.

Martha also expressed a clear engagement regarding societal issues, which she
had a wish to discuss with others. She was especially interested in class differences
and women’s equal rights. Martha related that the worst thing was that she believed
that class differences were coming back and the status of women was decreasing,
and she wanted to change that. When she spoke of today’s issues concerning
women’s situation, she related how things were when she was a young woman and,
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as an example, she raised the issue of how unmarried women who became preg-
nant had to carry the blame on their own.

Martha’s experience of meaning was mainly related to an intact cognitive ability
and characterized by her wish to contribute to others’ quality of life, for example by
participating in this study, which mirrored her engagement in social issues. Her
expectation was that this study would contribute to another view of older people
and provide means for better care. In her inner dialogue her family played a big
part and so did the work in her shop: conversing with imaginary customers, adding
up items and stacking shelves. In addition Martha related that she was not prepared
to die until her grandchild had graduated from university. She felt needed and had
a sense of dignity of identity as the supportive grandmother, and this strengthened
her meaning in life.

Overview

The three women'’s stories about being at the end of life included feelings of a sense
of meaning in everyday life. In addition to a sense of meaning there were also sources
of no meaning in one woman’s story. The sense of a lack of meaning was mainly
related to little interaction with others and living in total dependency (Table 2).

Discussion

The aim of this study was to acquire a deeper understanding of how three older
women created meaning in their everyday life in a nursing home. The study reveals
that global meaning at this point in their lives was significant. Meaning was facili-
tated first and foremost through inner dialogue. Interaction with others was also sig-
nificant to some, which shows that situational meaning can always be a factor for
creation of meaning. Meaning in everyday life was to a certain extent a question of

Table 2 Summary of the conditions for creation of meaning

Participants ~ Having Having a Having a Having a
physical/ sense of sense of sense of
cognitive being needed belonging meaning
capability by others
Alice Partly physical ~ Children and Family and Yes
capability/ grandchildren staff members
cognitive
capability

Sofia Total No children No close Weak
dependency/ significant
cognitive others
capability

Martha Partly physical ~ Children, and Family Yes

capability/ grandchildren
cognitive
capability
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having physical capability, having cognitive capability, and feeling needed and experi-
encing a sense of belonging. This is in line with other authors’ findings concerning
the end of life.>”” Creating meaning occurred via an inner dialogue and significant
others. A finding in a previous study by Franklin et al.” was that older people who
were at the end of their life while living in nursing homes revealed an inner strength
in their retention of having a sense of dignity of identity. It seems that inner strength
can support a beneficial inner dialogue, the creation of meaning, or bearing a diffi-
cult situation. The one woman who expressed a sense of lack of meaning in her cur-
rent situation used inner dialogue to endure her life despite her wish to die.

The inner dialogue and the inner strength

The three women’s ways of actively searching for meaning draw attention to Frankl

and his thoughts about ‘man’s search for meaning’, even though being to close death.
Frankl emphasizes the creative, experiential and attitudinal values. The first values
concern what one does and achieves; the second concern one’s perception of, for
example, an aesthetic experience or bird song; and the third one’s attitude to the
world, to life, and, not least, to death: a situation that we cannot change. Through
inner dialogue, including thoughts and memories, the three women described values
that can be set in relation to the three values described by Frankl. The telling of their
life stories and experiences seems to have helped to bring vitality into their everyday
life and thereby also a sense of meaning. The inner dialogue may be seen as a ques-
tion of a conscious choice and attitude towards something they could not change, but
only relate to (i.e. what Frankl has described as attitudinal values). The meaning we
have given to inner dialogue seems, in the sense of promoting a person’s well-being,
to be close to what Nystrom and Segesten'® describe as peace of mind. The women
showed, despite their clearly expressed situation of dependency, a strong will to cre-
ate meaning in their daily life. Whether and how the women’s personalities influ-
enced their experience and creation of meaning has not been studied. However, they
had lived their lives quite independently and were to a great extent self- and co-
determining, and felt frustration to be made passive and no longer listened to.

Not unexpectedly, the women'’s stories revealed a gap between the global and the
situational meaning described by Skaggs and Barron.® An example of such a gap
with regard to the three women in this study is to be seen in their having to adapt
to the new, more limited conditions that followed their physical dependency. The
women’s inner dialogue can be analysed in relation to the cognitive and motivational
aspect of the concept of meaning described by Westerhof et al.* The inner dialogue
mirrors the women’s desire to create meaning and maintain positive beliefs. The con-
cepts of meaning, maintained self-image and identity seem to have points of contact
that would be of interest in further study.

It seems, however, that these women'’s health status affected their sense of mean-
ing. Sophia was the one with the poorest health, needing the most help from others,
and was closest to death. Her daily life was mostly characterized by despair and
aversion. This clearly influenced her state of mind and experiences. She expressed
alienation and a wish to die. Sophia’s experiences bring to mind a study by Nystrom
and Segesten'® in which older people in nursing homes often expressed a sense of
powerlessness. Sophia described a sense of powerlessness in her present situation at
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the same time as the inner dialogue provided her with some strength helping her
to bear the situation as it had turned out for her.

The meaning of the care culture

The attitudes of staff and the care culture can both promote and hinder older people’s
experience and creation of meaning.

Promoting the experience of meaning was most supported by their perception of
how well their body functioned, the feeling of being needed and confirmed by those
around them, and the fact that the inner dialogue consciously focused on events that
strengthened their sense of self.

Factors hindering the creation of meaning were the increased emotional and phys-
ical bodily losses, dependence on others and the lack of interaction. Inadequate dia-
logue with staff added to the experience of not being involved in daily life.
Opportunities for influencing their everyday life were fewer than the women wished.

Similar results were shown in a study regarding relatives and their involvement
in the care of severely ill persons. Andershed and Ternestedt® found that a human-
istic attitude characterized by respect, openness, sincerity, confirmation and connec-
tion with respect to both patients and relatives promoted partnership between a
severely ill person, relatives and staff. The three women in the present study des-
cribed the nursing home environment as mostly hindering their experience of mean-
ing. Everyday life seems to have been controlled more by staff routines than by
residents’ needs. Whitaker® noted the same phenomenon. She described the nursing
home environment as both a place where older people are living the last days of
their life and a workplace for the staff. The older people and the staff are described
as living in two different cultures. The staff live in what she calls the hurry or
pressed culture and the older people live in a waiting or expecting culture. These
two cultures rarely interact.

As suggested by Yalom” and Frankl” a person’s sense of meaning is specific to
that person and dependent on the situation. The findings in our study, as well as
those of previous studies,>>” confirm the subjective nature of meaning. To be able
to meet nursing home residents’ various needs in their creation of meaning, staff
members have an ethical responsibility to listen to and engage in dialogue with older
persons.” This dialogue can be seen as an important starting point and condition for
person-centred and individualized care. From an older person’s perspective, judging
by what the three women narrated, the dialogue is central. To be able to tell one’s
story and to reveal one’s life to someone who actively listens could be a main com-
ponent in being able to keep as much as possible of one’s personal identity and be
respected for the person one is and for the life one has lived, and thereby experi-
ence a sense of meaning.”* Discussion about implementing palliative care philoso-
phy into nursing homes seems relevant to the aim of enhancing nursing homes as
high-quality places in which to end one’s life. As studies have shown, it is import-
ant, however, to transform the palliative philosophy, primarily developed for cancer
patients, to fit in with the needs of older people who are dying.*

The care culture and care environment mirror the attitudes held by society and
representatives of elderly persons’ care. The perspective taken by society can involve
a view of older people as either not being part of mainstream society or being a
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valuable resource.” Lloyd® described older people as being in a transition phase from
society’s point of view and as having been ‘put’ into a liminal space because they
no longer have the same rights they used to have. This quite easily results in older
people’s needs not being met. Ageing can be viewed as a ‘failure” and an undesirable
condition in a culture that strongly emphasizes autonomy, strength and youth, which
can influence the allocation of resources and the quality of care. Scott-Cawiezell et al.®
note a challenge for future progress regarding a sustained improvement in nursing
home care because of the diversity of roles and education among staff. The results of
the present study could represent a culture in which older people’s experiences and
knowledge gained from a long life are not valued as resources. Instead, the three
women described the nursing home as limited regarding their own development.
What this study also reveals is that the culture of care, including the attitudes of staff,
can both hinder and promote individuals’ experience of the creation of meaning.

Limitations and strengths of this study

Our study was limited to the experience of three older women living in two nurs-
ing homes in a large city in the same geographical area. This would have implica-
tions for the results if the aim had been to generalize them. However, the goal was
to provide in-depth illustrations of how inner dialogue can help to create meaning
in everyday life when living in a nursing home. The interviews were conducted over
18-24 months, thus supporting the trustworthiness of the results. Jervis” discussed
the interaction between participants and researchers as a give and take relationship,
with the area of interest becoming apparent and meaning emerging. To improve the
credibility of the interpretations, participant checking was effected during the inter-
views by feedback from the participants on the accuracy of the interpretations of
their experience. The second author also read the compounded stories and together
we searched for alternative interpretations. A demand in hermeneutic research is that
interpretations are logical and consistent, as well as reflecting actual situations.'®

In order to preserve the original versions of the quotations and to avoid the risk
of changing their content, grammatical changes have been made with great care.

Implications for nursing

Nurses are in a key position to assist people through changes in their life and be
aware of individual differences and how people can variously experience ageing and
being close to death. This highlights the need for person-centred care in which indi-
vidual conditions and possibilities for creating meaning are promoted. Having fruit-
ful relationships are essential for creating meaning. Nurses can therefore have a key
role in person-centred nursing home care. They can involve older persons in their
own care and create an environment for maintaining their self-image and dignity of
identity by listening, communicating and respecting them for who they are. One con-
dition for providing person-centred individualized care is that nurses try to under-
stand what previous meaningful experiences older people have had. Listening with
openness and respect to what older persons narrate therefore constitute an important
starting point in the care of elderly people living in nursing homes when nearing the
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end of their life. It also seems important to analyse on what values the care is based
and to implement humanistic values whereby older persons are not marginalized
but instead treated with respect, openness, sincerity, confirmation and connection
with regard to themselves and their relatives. This study shows that one aspect of
improving nursing home care could be promoted by education in communication
and interaction.
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Dignity as experienced by nursing home staff

ABSTRACT

Authors: Lise-Lotte Dwyer, Birgitta Andershed, Lennart Nordenfelt, Britt-Marie
Ternestedt

Background. Dignity is a concept often used in end-of life care, but the meaning is
rarely clarified. Staff member’s views and experiences of dignity are therefore needed to
be illuminated.

Aim. The aim of this study was to explore nursing home staff members’ experiences of
what dignity in end-of-life care means to older people and to themselves. An additional
aim was to capture staff members’ views on what can promote and hinder dignity.

Methods. The study is based on interviews with 21 nursing home staff members, analysed
by means of qualitative content analysis.

Findings. The meaning of older people’s dignity has been conceptualized as feeling trust,
which implied having one’s basic physical needs met, being seen as a person and having a
private sphere. Dignity-promoting care meant showing the older person respect by
providing for the person’s physical needs, respecting the person’s identity and integrity.
Staff members’ dignity was conceptualized as maintained self-respect which implied
experiencing meaningfulness and feeling proud of one’s work. Self-respect was promoted
through being shown respect, feedback from others and the feeling of doing good. A
common threat against a person’s dignity of identity was lack of resources and being
ignored.

Relevance to clinical practice. Nursing could offer a range of possibilities to enhance the
dignity of both the older people and staff. However a prerequisite is that the organisation is
willing to provide support, continuous education and supervision to foster personal growth.
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INTRODUCTION

In Sweden, as in other developed countries, the population is becoming older and, of the
90 000 people who die each year, approximately 60% are 80 years and over (The National
Board of Health and Welfare, 2006) and many of them die in nursing homes. According to
several studies, it is not unusual for older people in the end-of-life phase to suffer
unnecessarily (Addington Hall & Higginson, 2001; Froggatt, 2001; Lloyd, 2002; Goodman
et al., 2003; Hansson et al.,2002; Froggatt & Payne, 2006; Bliss & While, 2007; Cortis &
Williams, 2007), as they have limited access to palliative care compared to younger people
(Addington Hall & Higginson, 2001) and are thus marginalised (Lawton, 2000; Lloyd,
2004). In the collaborative report “Better Palliative Care for older People”, the World
Health Organisation emphasises that palliative care should be implemented in nursing
homes (WHO, 2004). The essence of palliative care can be said to be a protection of the
dignity of dying people (Walsh & Kowanko 2002).

In recent years there has been a renaissance in the use of the concept of dignity as well as
multiple suggested definitions of its meaning. Many of the descriptions of the concept are
very similar. Dignity is often defined as having both a subjective and an objective
dimension. The objective dimension outlined by Gallagher (2004) is universal and
fundamental to human rights. All humans have a value due to their humanity. Nordenfelt
(2004) talks about “Menschenwiirde” to denote a universal dignity that is common to all
humans, irrespective of their status or situation. The difference between universal and other
types of dignity is that the former is constant and can never be lost. Universal dignity can
therefore be seen as a basis for other aspects of dignity, which may be of a more temporary
or contingent nature. Examples of other types of dignity are dignity of merit or dignity of
moral stature as described by Nordenfelt (2004), who also states that dignity of identity is
an especially relevant concept in the care of older people. Dignity of identity is the dignity
we attach to ourselves as autonomous people with a life-history and relationships to others.
This kind of dignity is not constant and can be threatened by the actions of others and even
by aging itself (Nordenfelt 2004; Franklin et al., 2006; Dwyer et al., 2008).

According to Street (2001), a person’s dignity is socially constructed and has both an
embodied and a relational aspect. The experience of what is dignified can therefore differ,
depending on the situation and how it is perceived by the individual. Thus dignity can be
said to be linked to a person’s identity, self perception and perceived self-respect
(Ternestedt et al., 2002; Franklin et al., 2006; Dwyer et al., 2008). This is made explicit in
studies in which e.g. older people at the end of life describe how their dignity has been
violated (Franklin et al., 2000).

Gallagher (2004) provides two important professional values that can be of assistance in the
encounter between healthcare professionals and patients in everyday nursing practice. She
highlights the distinction between “other-regarding dignity” and “self-regarding dignity”
(Gallagher 2004 p. 591). Other-regarding dignity is about promoting the dignity of others
and includes activities that strengthen their dignity. Such is described in several different
ways including maintaining dignity (Randers & Mattiasson 2004), preserving dignity
(Anderberg et al., 2007) and dignity-conserving care (McClement et al., 2004; Chochinov
2007). Maintaining dignity implies upholding a person’s autonomy (Randers & Mattiasson
2004). Preserving dignity is characterized by individualized care, restoring control,
showing respect, advocacy and sensitive listening (Anderberg et al., 2007). Dignity-
conserving care has been described as continuity of self, role preservation, generativety,
maintenance of pride, hopefulness, autonomy/control, acceptance and resilience or a
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fighting spirit (McClement et al., 2004; Chochinov et al, 2002). Common to the
definitions of this concept is their emphasis on the value of the older or dying person being
able to maintain his/her autonomy for as long as possible. The importance of autonomy for
the sense of dignity has, however, been questioned by Wainwright and Gallagher (2008).
They hold that a strong emphasis on autonomy can result in people with impaired cognitive
ability being treated with less respect. Self-regarding dignity means that staff members not
only promote the dignity of others but also need to be aware of and appreciate their own
dignity. According to Gallagher (2004 p. 591), “the nurse owes the same duties to self as to
others, including the responsibility to preserve integrity and safety, to promote
competence, and to continue personal and professional growth”. In Gallagher’s studies,
there is even a correlation between how the nurse promotes the dignity of others and how
he/she respects his/her own dignity and well-being (Seedhouse & Gallagher, 2002;
Gallagher, 2004). In order to promote dignity, the relationship between the patient and the
nurse is of importance (Haddock,1996; Fenton & Mitchell, 2002; Seedhouse &Gallagher,
2002; Jacelon et al., 2004). Staff members are challenged to recognize and take account of
the individual’s vulnerability. Although this area is starting to be acknowledged and focused
upon in recent studies (Wendy ez al., 2003;Whitaker, 2004; Sung ef al., 2005;Whittaker et
al., 2007 ) there is a need to study how staff members view and reason about the meaning
of dignity in everyday care both for themselves and the older person.

AIM

The aim of this study was to explore nursing home staff members’ experiences of what
dignity in end of life care means to older people and to themselves. An additional aim was
to capture staff members’ views on what can promote and hinder dignity.

METHOD

In order to obtain a broad contextual description of nursing home staff members’
experiences of dignity, the study employed an inductive qualitative content analysis
method and data were collected by means of interviews.

Sample and setting

Purposeful sampling was used to obtain variation and information-rich interviews (Patton,
2004). The informants were chosen to correspond to the professions represented in the
nursing homes. After having received written and oral information about the study, the
managers and head nurses of four nursing homes asked the staff in the course of regular
staff meetings whether they would be willing to share their experiences and participate in
the study. Twenty-one participants from four units at one private and two municipal
nursing homes were included in the study. They comprised four managers representing
each unit, five RNs (registered nurses) and twelve NAs (nurses assistants). Variation
within the group in terms of age, gender, work experience and ethnicity is shown in Table
1. The nursing homes were located in the same area of a Swedish town. They all provided
single rooms and 24-hour staffing. A physician visited the nursing homes once a week and
examined the elderly persons assessed by the RNs as requiring medical attention.



Table 1. Characteristics of the participants in this study

Managers RN’s NA’s
(n=4) (n=5) (n=12)
Gender
female 4 5 8
men 4
Age (year30-60) 45-60 35-60 30-60
Earlier experience in care 4 5 10
Other ethnic background 0 1 4
Interviews

The individual interviews were carried out with the 21 participants in a secluded area in
each nursing home. An interview guide was designed to cover experiences, attitudes and
values related to the participants’ experience of caring for older people. All respondents
were asked to describe their everyday work, how they experienced the older person’s
dignity and how dignity could be promoted or hindered in everyday care. The participants
were also asked what dignity meant to them and how it was actually promoted or hindered
in their place of work. Follow-up questions were posed when necessary, such as: What did
you do then? What did you think about that? The interviews, which were conducted by the
first author and lasted between 30 and 90 minutes, were audio taped and subsequently
transcribed. The authors’ pre-understanding was based on practical experience of nursing
older people (LLD), palliative care research (BMT, BA) and research on basic concepts
related to philosophy (LN).

Data analysis

The transcribed interviews were subjected to qualitative content analysis as described by
Patton (2004). Firstly, each interview was read through to obtain an idea of the whole.
Thereafter, the text was re-read and significant words and key phrases concerning
experiences related to what dignity meant to older people (the “what aspect”) and how it
could be promoted or hindered (“the how aspect”) were separated, marked and coded.
These codes were then grouped together and sub-categories formulated. The codes and
sub-categories were constantly compared with each other and with the entire interview
texts with regard to the meaningful content (Table 2). The same analytic process was then
carried out with focus on what dignity meant and how it could be promoted to the staff. In
figure 1, staff members’ views on what dignity meant to the older people and themselves
and how it could be promoted are illustrated by two pairs of main categories: Feeling trust-
Showing respect and Maintaining self-respect-Being shown respect. The first set of pairs
describes the “what aspect” and the second the “how aspect”. Two single sub-categories
were also identified that described threats to dignity, which were the same for both the
older people and the staff. These two sub-categories formed the third main category:
Conflict between ideals and reality.
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Table 2. Analytical process of dignity.

Quotation from the

interviews — codes

Sub-categories

Main categories

It is the older person we are
here for...help them to stay
clean, make sure they eat
and so on (NA)

...then we can’t just stop
asking her just because she
moved in here...we are

working in their homes (M)

You want to do so much,
you know the best for
everyone, but it’s just not
possible (RN)

It has been very difficult to
recruit staff. It is almost as
if we have been hiring
anyone who has walked in
here (M)

Her daughter also quite
often brought me flowers.
Things like that feels really
good (NA)

N4

P

Having ones physical needs
met — Providing for the

persons physical needs

Being seen as a person

Lack of resources

Meaningfulness- Getting

feedback from others

Feeling trust — Showing
respect

Conflict between ideal and
reality

Maintained self-respect-

Being shown respect




Figure 1. Staff members” experiences on what dignity means for the older person’s and
themselves

Older person’s dignity
Feeling trust - Showing respect
Having one’s physical  Providing for the person’s

Staff members” dignity
Maintaining self-respect - Being shown respect
Experiencing  Getting feedback from

meas

nceds met  physical needs
Being seenasa  Respecting the person's Feeling proud of - Doing good
person © identity one’s work

Having a private ~ Respecting the person’s
space " integrity

I'hreats to dignity
Conflict between the ideals and the reality
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Being ignored
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Trustworthiness

Issues of rigour and credibility are important when employing qualitative methods. The
authors’ pre-understanding and the research process have been described as accurately as
possible (Patton, 2004; Thorne, 2004). During the analysis, alternative interpretations of
data were also searched for. The sub-categories and main categories were reflected on by
the authors until consensus was reached.

Ethical considerations

The managers at each nursing home received oral and written information about the study,
which they passed on to the RNs and the NAs at staff meetings. Staff members who
reported an interest in participating in the study were scheduled for individual interviews.
During the interviews the interviewer strove to be sensitive to and respect topics with
which the participants felt comfortable or uncomfortable. The authors were careful to
ensure the confidentiality of each individual by using quotations that could not be linked to
any one person. Although some grammatical changes had to be made when the quotations
were translated from Swedish into English, great care was taken to avoid changing their
content. Approval to conduct the study was granted by the local Research Ethics
Committee (171-01).

FINDINGS

Dignity was a concept that was rarely used in everyday conversation. However, the staff
members had an idea about its meaning, which became especially obvious in the
discussions about factors that promoted or hindered dignity. The analysis of the interviews
revealed several similarities between what staff members described as dignity for the older
person nearing the end of life and what dignity meant to them in their professional role.
They emphasised the importance of both themselves and the older person being seen. The
gap between the ideals and the reality was often used to exemplify the negative effects of
threats to dignity on both the older person and the staff.



The older person’s dignity

Feeling trust — Showing the older people respect

The nursing home was described by the staff as a place where the older person knows that
his/her basic care needs are met, which led to a sense of trust in everyday life. Trust was
defined as the older person feeling seen and respected for the individual he/she was and
perceives him/herself to be.

The need for a private sphere was also deemed important. Dignity was promoted by
meeting the older person’s basic needs as well as respecting his/her identity and integrity
and achieved when the older person felt that the care he/she needed was provided.

Having one’s physical needs met - Providing for the person’s physical needs
Promoting older people’s dignity meant providing for their basic physical needs that were

mainly related to eating, keeping clean and toileting.
We are here for the older people, to make their life as good as possible, respect them, help them to
keep clean, make sure they eat and so on (NA)

In view of the older people’s great dependency, the staff devoted most of their time to
physical care. Guidelines were developed in one of the nursing homes to ensure that these
needs were met.
We have folders with directions that tell us exactly how to do everything (NA)

These guidelines were considered normative and seen as a help in the everyday care of the
older people, particularly for staff members with no previous care experience or education.
Irrespective of the presence of guidelines, the participants mainly described the care as
being focused on the ‘doing’ dimension. However, they repeatedly emphasised that they

wanted to provide more than just basic physical care.
Well, there is lack of time and staff, so there is no time for anything out of the ordinary. But we are
always talking about it. It’s our aim to be able to provide more than just the everyday basics (NA).

As the quotation reveals, the staff lacked time and resources to do more than follow the
recommendations set out in the practical guidelines, which led to feelings of not doing
enough for the older person. In this regard the care did not promote the older person’s
feeling of trust in an optimal way.

Being seen as a person — Respecting the person’s identity
Dignity was also conceptualised as being seen as a person and respected for the person one
is. Respect for each individual’s identity as well as his/her way of thinking and being is a

central component of the care.

1 mean, Anna has lived for 88 years and has lots of ideas about what she likes and wants. We can’t

stop asking her what she wants just because she has moved in here; we are working in her home (M).
Many of the staff members tried to provide care that they believed promoted the person’s
identity within the limitations imposed by the older person’s health status and the
organization. It was described as important to respect the older person’s self-determination
and not make decisions over his/her head. Instead, the staff made efforts to promote the old
person’s self-determination.

We are here to help; it’s the older person who makes the decisions about what she wants and the type

of help required. Of course we have to respect them, we are here to help, not make decisions on their

behalf...there are times when we have to make decisions that go against their wishes but only if there

is a health risk involved (NA).

Examples were also provided of involving the older person as much as possible in the
everyday care so that he/she could continue doing the things he/she had done throughout
life.



One of the older men here, he likes to help us with everyday things, he vacuums the rooms with
us...and helps us unpack groceries. It takes longer but it’s worth it because it makes me feel good

when they feel good (NA).
Meaningfulness in everyday life was strengthened for this man, as he was involved in
doing things that he enjoyed at the same time as helping others. This was seen as
strengthening his self-image and feeling of trust.

In order to promote the older person’s identity in a phase of life characterised by loss, it
was considered important to individualise the care. Attentiveness to the various needs of

older people was highlighted in the interviews.
A great deal depends on the everyday attitude, how one works and respects the individual — you have
to remember that just because they live together in the same place doesn’t mean that they want the
same things. We have to listen. What does she want? Does she want a shower or to have breakfast?
We can’t treat everyone the same; we have to listen (NA).

Although there was awareness among the staff that each person is unique with different
needs, they expressed more or less explicitly that the organisation was designed in a way
that may jeopardise person-centred care, as the older people were at risk of being treated as
a homogeneous group with similar needs. Staff attitudes were also described as important
in terms of the older person’s perception of dignity. The staff members strove to provide
“deeper” and more individualised care, where the older person’s individual wishes and
needs were met and respected. Individualised care was the most frequently suggested
method of promoting older people’s dignity. The possibilities for so doing, however, were
described as limited.

Having a private space - Respecting the person’s integrity
The nursing home was viewed as both a private and a public place. Private since it was the
older people’s home at the end of life and their own room was a sphere where they kept
their belongings and could be themselves.
1t’s their room with their things; we are guests in their home, that’s what’s different from working in a
hospital (RN).
Having a private space and privacy was not only about physical space, but also about the
older person’s inner space and sense of integrity. Privacy was described as essential for the
older people’s feeling of trust and dignity.

Staff members’ dignity

Maintaining self-respect - Being shown respect

The staff members’ experience of their own dignity was conceptualised as maintaining
self-respect, which was mainly described as being dependent on the attitudes of others.
Feedback from the older person, relatives or managers was of considerable importance.
Dignity and self-respect were strengthened when the staff felt that they had “done
something good” for the older person. Doing good could involve relatively small things.
The staff described themselves as an important source of help to the older people in their
everyday life. They mainly looked upon their job as a matter of giving and receiving, and
their sense of self-respect was strengthened when they felt confirmed and proud of their
work.

Experiencing meaningfulness — Receiving feedback from others

It was important for the staff members’ self-respect to experience everyday work at the

nursing home as meaningful and to be confirmed by others.
There was a lady who used to ask me to help her put curlers in her hair, which I usually did, and
when I worked the evening shift she used to ask me if I would have coffee with her. Her daughter often
brought me flowers, things like that feel really good (NA).

-
>
=
m
=




To be seen and acknowledged for what one did strengthened staff members’ sense of
coherence and of being part of something meaningful.

Feeling proud of one’s work — Doing good
On a deeper level, feeling proud of one’s work and working with older people in end of life
care promoted a sense of self-respect. The staff felt proud of their work when experiencing
that their actions had led to a sense of well being for the older person. Doing good was
often related to fulfilling emotional and psychological needs.

1t’s about being close and, you know, the fact that you get a lot back. Everything you do you just sense

it (i.e. doing good) ... that’s what means so much in this job (NA).
Having a satisfactory working relationship with one’s colleagues was expressed as
important for doing a good job and also helped to strengthen one’s self-respect. If a staff
member felt the need for extra support for some reason, it would be discussed within the
working team.

Threats to dignity

Conflict between the ideals and the reality

The staff expressed that threats to dignity were the same for both themselves and the older
person. It was obvious that the staff struggled in their everyday practice to cope with the
gap between their ideals and the reality, which had an impact on the older person’s care
and dignity. The gap was a source of conflict for many staff members, who expressed the
wish for support.

Lack of resources
Lack of resources included lack of time, difficulty in recruiting competent and motivated
staff as well as lack of teamwork. This resulted in feelings of being unable to provide

adequate care for the older people, which experience was described as frustrating.
You want to do so much, you know, the best for everyone, but it’s just not possible. The responsibility
is too great and there is just not enough time for everyone... (Crying)... I don’t know what to do, I
want to do so much more...(RN)

This quotation illustrates a major problem and the staff often expressed that they did not
have enough time to provide individualized care, which can be seen as hindering the aim of
dignified care. The difficulty in recruiting interested and competent staff was considered a

threat to the older person’s feelings of trust and sense of dignity.
It has been very difficult to recruit staff- It’s almost as if we hire anyone who walks in here. Really,
sometimes, right off the street and it can be seen in how they view the older people (M).
A genuine interest in the older people was described as a condition of care that promotes
dignity. Lack of interest was described as a bigger threat to the older person’s dignity than
staff without adequate education. Interest, competence and attitudes also have an impact on
team performance.
Some groups work very well together and it shows in the care they provide. Others are just not good
together and that also shows. I have one group that works very well and another that doesn’t and 1
can definitely see the difference in the care provided .The staff members’ attitude towards their work
is very important (M).
Some staff members felt strongly that the care they provided did not accord with their
personal definition of deeper, more dignified care, which they described as a conflict
between the ideals and the reality. The inability to provide the care they deemed necessary
for meeting the older people’s needs led to frustration and moral distress.
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Being ignored
Dignity was challenged when both staff members and the older people felt that they were
not taken seriously. An example was when the staff considered that their managers did not

listen to them, which made them feel worthless.
The ordinary staff work hard, but the managers talk more about figures and the budget than about the
old people. The old people are supposed to be well cared for, but the organisation wants profit. And
where are we, the lay staff? I don’t know. There is no real respect for ordinary working people...this
is what 1 feel disappointed about, it’s as if we don’t exist...(NA)

The following quotation expands on the feeling of not being seen by politicians and

officials.
1 wish that all those people from the different health and welfare departments would listen more to
our wishes and maybe come here and stay for a day or so just to see what we are doing. I'm proud of
my job, it doesn’t feel right to be always looked upon as worthless because we work with older
people. [ wish those who make political decisions would come here and see what we are doing (NA).

The professional role was related to how staff members were treated by others. Caring for
older people was part of staff identity and therefore important for self-respect and dignity.
The dignity of both staff members and older people was damaged when they were ignored,
an aspect mainly referred to by the NAs.

Discussion

The concept of dignity was rarely used by the staff in this study. However, they talked
about its meaning in terms of respect and descriptions of events that they characterised as
promoting or violating dignity. Similar descriptions were found in an earlier study where
older people in nursing homes expressed their views on dignity (Franklin ef al., 2006).
During the analysis, the meaning of dignity was found to be explicit and closely related to
self-image and identity irrespective of whether it referred to the dignity of the staff or the
older people. This meaning is close to dignity of identity as described by Nordenfelt
(2004). In our study, dignity promoting care could be described as the “how aspect” of
dignity. This means that providing for the person’s physical needs in combination with
respecting his/her identity and integrity promoted the feeling of trust i.e. the “what aspect”
of dignity. When the staff experienced that the older people felt trust they expressed an
increased sense of meaningfulness and pride, which maintained their self-respect. A
similar result was presented by Westin and Danielson (2007), who found that nurses who
were present in the encounter with the older person experienced meaningfulness in their
work, which increased their confidence and self-esteem. These results can be related to
Gallagher’s (2004) description of how other-regarding dignity and self-regarding dignity
are interrelated. A likely consequence of this is that, when the staff, for various reasons, are
unable to provide dignity-promoting care, the older person’s feelings of trust (other-
regarding dignity), and the staff members’ self respect (self-regarding dignity) are
threatened. In our study such threats were characterized by a lack of resources and being
ignored.

Threats to dignity were often understood in relation to the gap between ideals and the
reality, which staff members frequently described as a problem in their strive towards a
deeper level of care i.e. more than just basic physical care. This was particularly mentioned
by the nursing assistants, which is not surprising as their everyday work involves looking
after the older people’s basic physical needs. Many of them complained about a lack of
support and guidance in their everyday work, which was also illuminated in a recent study
by Karlsson et al., (2008). The nursing assistants wanted the RNs to be more involved in
and to guide everyday care. How the staff in the present study handled frustration and
moral stress was not studied explicitly. However, a growing body of nursing literature has
reported that the nursing environment involves a risk of exposure to moral stress
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(Severinsson & Kamaker, 1999; Liitzén, et al., 2003) or conscience stress (Dahlqvist ef al.,
2007). Common to these two concepts is that tension can arise when external factors
hinder staff from providing the level of care they consider appropriate. Corley et al.,
(2005) identified both poorly trained staff and a shortage of staff as external factors that
could increase moral distress. Other studies revealed that even internal factors such as high
expectations on oneself can also lead to moral distress. The present study also indicated
difficulties in recruiting motivated and trained staff, which accords with many other studies
(Cartwright 2003, Whittaker et al., 2007, Sung et al, 2007, Flickman et al, 2007).
According to Flickman ez al, (2007), staff members leave nursing homes due to unmet
expectations and lack of job satisfaction. For this reason society will face a challenge in the
future due to the increasingly older population. One way of dealing with this could be to
adjust and implement palliative care philosophy for the care of older people as highlighted
by Froggatt (2001), Rahm Hallberg (2004); National Board of Health and Welfare (2004)
and emphasised by the WHO (2004). A natural part of palliative care philosophy is dignity,
support for and continuous education of staff.

Methodological considerations

The interviews with the 21 participants provided an insight into how dignity was
experienced by both staff and older people. However, it can be questioned as to whether
the selection of participants based on reporting one’s interest to the manager can be
regarded as a voluntary act, since the staff may be considered to be in a situation of
dependency, which could have influenced what they chose to discuss. This was taken into
account and the interviewer (LLD) attempted to be sensitive to it. Another weakness could
be the fact that most of the respondents were nursing assistants and therefore the result is
based more on their views than those of registered nurses and managers. However, the
intention was not to compare different professional categories, but rather to obtain the
views of different groups representing the nursing home culture, thus ensuring both deep
and broad descriptions of dignity. The purpose was to strengthen trustworthiness by
explaining the links between data, the analytic process, findings and discussion and
comparing the results to those of other studies dealing with the same area of interest
(Thorne, 2004). However, it would be valuable to carry out further studies focusing on the
situation of staff over time by means of a combination of observations and interviews.

Conclusion

This paper illuminates how nursing home staff experienced what dignity meant to the older
people and to themselves and how it can be promoted or hindered. It was clear that dignity
was a concept that the staff rarely used. One of the main findings was that the staff
experienced tension between the ideal they wanted to realize and the care they considered
possible to provide. This threatened their sense of self-respect, meaningfulness, as well as
the possibility of providing dignity promoting care. The staff lacked support and thus was
at increased risk of developing moral and conscious stress. Implications for nursing are the
possibility of enhancing dignity and self-respect for both older people and staff. One way
of ensuring this would be to implement palliative care philosophy to suit older people’s
needs. This requires an organisation willing to support staff and provide them with
continuous education and supervision to thus promoting personal growth and clinical
competence. It is of paramount importance to feel proud of one’s work and have a sense of
self-respect.
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ABSTRACT

Aim. The aim of this study was to explore how staff at nursing homes reason about older
people’s dying, death, and the care provided.

Background. Nursing homes has become a more common place of death during resent
years. At the same time there is an aim of broadening the palliative care philosophy to
involve other groups than those suffering from cancer. One group is older people.

Method. The study is based on focus group discussions (FGDs) and includes 20 nursing
home staff members reasoning about seven older people’s death. The focus groups were
analysed by a content analysis method.

Findings. The reasoning of dying and death are presented in five themes: Alleviation of
bodily suffering, Meaningfulness in everyday care, Thoughts on and attitudes of death,
Taking care of the dead person and Ethical reasoning and use of self. The staff’s ethical
reasoning resulted in a bad conscience for not being able to provide the care they wished
for. This was a threat to both their sense of dignity as well as of the older person’s sense of
dignity. The care culture could be described as representing by slowness, silence and a of
doing.

Conclusions. To provide a ‘good’ death there is a need to vision a care based on a co-
creating relationships between staff and the older person.

Relevance to clinical practice. To provide a dignified care for older people, attention
needs to be drawn to the knowledge about the dying person’s and the staff’s needs at end
of life within the nursing home context.
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Introduction

Dying and death is frequently described as a taboo-laden area that people avoid talking
about. At the same time, studies have revealed that people who are about to die have a
need to express their thoughts and feelings about death (Fry 1990; Rappaport et al 1993;
Bolms;jo 2002; Strang 2002; Albinsson 2002; Whitaker 2004). This is a cornerstone in in
palliative care. However, older people do not have access to palliative care to the same
extent as younger people (Grande et al. 1998; WHO 2004; Kallstrom Karlsson et al. 2006).
Characteristic of the death of older people is that it extends over a long period of time and
is often described as “slow death” or gradual burnout (Rinell Hermansson 1990; Whitaker,
2004) as well as they often suffers from many different diseases and several functional
impairments. Studies have also shown that older people are at greater risk of both under
and over treatment compared to younger people (Gibbs & Addington-Hall 1998;
Addington-Hall et al. 1998; Lynn 1997). In Sweden, 90,000 people die each year, of whom
approximately 60 % are 80 years, or over (National Board of Health and Welfare, 2006)
and many of them, usually the frailest older people, die in a nursing home. It has been
shown that the principles of palliative care need to be amended and implemented in the
care of older people (Avis et al. 1998; Morrison & Morris 1995; Froggatt 2001; Hallberg
2004; WHO 2004).

According to Weisman (1972; 1974), an “appropriate” or “good death” is one a person
might choose if he/she had the option. This means that the dying person him/herself is the
only one who knows what a good death means to him/her. The care must therefore be
based on respect for the patient’s identity, needs and will (Ternestedt et al. 2002). The
emphasis on autonomy has increasingly been questioned, not least in view of the fact that
dependence is very pronounced at the end of life (Wainwright & Gallagher 2008). A
consequence of this is that the way in which the older person perceives the care provided
and his/her sense of dignity will be influenced by the attitude to older people that
characterises their environment (Franklin et al, 2006; Dwyer et al. 2008). There is a great
need to study how end-of-life care is constructed in the encounter between the staff and
older people. The present study is a step in this direction.

Aim
The aim of this study is to investigate nursing home staff members’ reasoning about older
persons’ death and dying.

Method and participants

To reach the aim of this study a qualitative approach was chosen. Data were generated by
means of focus group discussions (FGDs), which are deemed suitable when concerns,
experiences, attitudes and perceptions related to a clearly defined topic or concept are
searched for (Webb & Kevern 2001; Barbour 2005). Focus group discussions are also
relevant when interaction and group processes could be a help in clarifying perceptions of
importance for the results (Kitzinger 1995). We proposed that the interaction between the
focus group members could encourage discussion of the complex phenomenon of caring
for a dying person and what they knew about him/her. The analysis of the focus group
discussion was carried out and inspired by content analysis as described by Patton (2004).

Twenty staff members (16 nursing assistants and 4 registered nurses) in four nursing
homes in a town in Sweden agreed to participate in the study after they had received
information about the aim from their managers. Sixteen were women and four were men.
Three were born outside Sweden. A total of seven focus group discussions were held and
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after each session the participants were asked to reflect on what they knew about the older
person and his or her dying and death. The interviews were audio-taped and six were
transcribed verbatim by professional transcribers and one by hand due to problems with the
tape-recorder. The findings of this study are based on the descriptions of the dying and
death of six women and one man, aged between 83 and 95 years.

Data collection

The focus group discussions were carried out in a secluded area in the nursing home. The
focus was on deepening the understanding of the dying person as an individual and of
his/her dying. An interview guide was used, comprising six themes based on the
psychological autopsy as developed by Weisman and Kastenbaum (1968). Psychological
autopsy was intended to evaluate and deepen the understanding of the deceased person’s
last months, as well as the extent to which people with different illnesses received adequate
care and experienced an appropriate death. The method was initially developed in the
psychiatric field in order to increase understanding of the background of suicide
(Schneidman 1969). Weisman (1972, 1974) later presented a geriatric version, which has
been used in nursing research in Sweden by Andersson-Segesten (1989) and Rinell
Hermansson (1990). The method has been further developed and adjusted to a palliative
nursing context and called the six S’s, which are an abbreviation of the model’s six
keywords; Self-image, Self-determination, Social relationship, Symptom control,
Synthesis/Sense of coherence and Surrender. The six S’s are described as an
operationalization of palliative care philosophy and are useful for care planning,
documentation and evaluation of care (Hermansson & Ternestedt 2000; Ternestedt et al.
2002) (Table 1).

Table 1 Six question areas used in the data collection and analysis.

Self-image Self- Social Symptom Synthesis/sense | Surrender
determination | relationships | control of coherence

What was What decisions | What What What provided What did the

known about | was important relationships symptom relief | meaning in end of | person need to

the person? for the person to | were important | did the patient | life? prepare before
be involved in? | to uphold? have? death?

What had

been and what
was important
to him or her?

What did the
person wish to
do in every day
life?

The discussions were led by a moderator (LLD) and one observer (BMT) and started with
a short introduction of the aims of the study and the person whose death, dying and care
the focus group was going to focus upon. During the discussions, many conversations
naturally referred to the areas that pertain to the six keywords. In those interviews, where
the subject did not arise naturally, follow up questions following the question areas in table
1 were asked, such as who was ‘Anna’? (Anna is a fictitious name). Please tell me about
her, what did she like to do in everyday life? How did you perceive her end of life? What
were her thoughts about death?

Two to five staff members from the same unit participated in each focus group discussion.
When planning the study, the aim was to include five to six, which proved impossible due
to organizational factors. The number of participants was dependent on the workload and



number of staff at work on the day the focus group discussion took place. The focus group
discussion lasted between one and two hours. The participants were interviewed on a
single occasion over a six-month period (2006 - 2007), between two weeks and four
months after the person’s death.

Data analysis

The analysis of the focus group discussions was analyzed by a qualitative interpretative
content analysis as described by Patton (2004). Firstly, each interview was read through to
obtain an impression of the whole. In the next stage the texts were searched for codes related
to the six keywords and the questions set out in Tablel in an open manner in order to capture
other areas relevant to the aim. Similarities and differences in the codes were analysed and
grouped together. Thereafter, the text was re-read, and significant words, statements and key
phrases concerning experiences related to how the participants reasoned about the person’s
death and dying were separated, marked and coded. Codes that described this reasoning were
grouped together and categories formulated. The codes and categories were constantly
compared with each other, with the codes within the six keywords and with the whole text.
The relationships between categories were identified and sorted into core elements and
thereafter into the following five main themes: Alleviation of bodily suffering and pain;
Meaningfulness in everyday life; Thoughts on and attitudes to death; Taking care of the dead
person, and Ethical reasoning and use of the self.

Trustworthiness

As issues of rigour and credibility are important considerations when using qualitative
methods, the authors’ pre-understanding and the research process were described as
accurately as possible and quotations were included in order to illuminate the findings
(Patton, 2004; Thorne, 2004). The subcategories and main categories were discussed
between the authors and the analysis proceeded until consensus was reached. The authors’
pre-understanding is based on practical experience of nursing older people (LLD), palliative
care research (BMT, BA) and research on basic concepts related to philosophy (LN).

Ethical considerations

The managers at three nursing homes asked the staff (nursing assistants (NAs) and
registered nurses RNs) whether they would be interested in participating in the study.
Those who volunteered were scheduled for focus group discussions. The participants
received information about the study, confidentiality and the right to withdraw at any time.
Although some grammatical changes had to be made when the quotations were translated
from Swedish into English, great care was taken to avoid changing their content. Approval
to conduct the study was granted by the local Research Ethics Committee (171-01).

Findings

When the staff reasoned about the deceased person’s last months and weeks it was mainly
described as an expected outcome. Alleviation of bodily suffering and pain and
Meaningfulness in everyday life was two themes that were deemed important for a good
death. However, different opinions of what was considered adequate pain relief caused
conflicts among staff members. Meaningfulness was mainly described in terms of the next
of kin, their relationship and the time they spent together with the dying person. The third
theme reveals that the older dying person’s thoughts about and attitudes to death and their
feelings about dying were not explicitly known. The fourth theme describes how the dead
person was taken care of. Routines for taking care of the remains appeared to have existed
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in each unit, mainly based on the beliefs of the staff about what older persons in general
would have wanted. The fifth theme concerned ethical issues that the staff encountered in
their daily work. Ethical reasoning mainly dealt with how they handled the perceived gap
between their personal ideals of dignified care at the end of life and what they were able to
provide in reality.

Alleviation of bodily suffering and pain

The older people suffered from different illnesses and other health problems. They were
not always diagnosed medically but all had a great need of help, which was described as
increasing over the final months. The staff mentioned that many of the older people
suffered from back problems and joint pain. A common feature was a feeling of insecurity
among staff members when describing the older people’s illness and health problems, even
when they themselves had initiated the discussion. Some believed that they lacked the
knowledge and education to discuss such a subject.

Two questions proved especially sensitive in three of the seven FGDs, namely whether the
older person’s pain relief had been optimal and the controversial dilemma of dying alone
and whether or not it was in line with the ethics of a good death. The discussion between
some of the participants became quite heated and the atmosphere in the room was tense.

Case example from FGD

Differing opinions about the older person having sufficient pain relief led to conflict
among the staff. The following excerpt concerned the care of Anna, who had suffered from
pain for about two years.

Celia: She was given Paracetamol but I don’t think that is sufficient for pain relief, [ mean
I worked in a hospital.

Karen: No, she was also given different kinds of pain relief but her bowels started to
bother her.

Cecilia: I don’t think she had sufficient pain relief. [ wouldn’t want my end of life to be like
hers.

Karen: But they couldn’t give her any more.

Celia: I don’t know, maybe it’s lack of knowledge, but I still think that she didn’t get
enough pain relief.

Karen: But that is something that we nursing assistants can’t really do anything about. We
can report it — that’s all.

Karen blamed herself for the older person not receiving optimal pain relief and described
feeling both angry and sad because she felt attacked by Celia. The discussion between
them also affected the other participants, who chose not to get involved. However, some of
them felt that the pain relief was not as good, since RNs no longer actively participated in
the care. A similar discussion occurred at another focus group discussion at a different unit
and nursing home, and the group interaction was affected in a similar way. According to
the staff, it was relatively common for the older people to suffer from pain before death.
The RNs and the physicians that made decisions about extra pain relief did not have any
personal contact with the person in pain. An uncertain attitude to the older person’s pain
was described in terms of feeling powerless with respect to symptom control. Some of the
participants considered that they lacked the knowledge or education to comment on this
aspect. In summary, most of the older people had suffered from pain at the end of life.



Meaningfulness in everyday life

This theme illustrates how the six dimensions are interwoven. The staff emphasised that
the most important factor for maintaining meaning in the older person’s everyday life was
the visits from his/her next of kin. These visits were described as bringing light and
happiness into the older person’s life. An example given was a woman whose face lit up
when her husband arrived, thus, to feel loved was essential. The older person’s sense of
security was also improved by visits from next of kin. It was agreed that the staff were also
important for the older person, especially those who had no next of kin.

Case example from FGD

Ruth was 95 years old and very popular. She spent her last few days in the nursing home
and found meaning in doing, for as long as possible, what she always had done, i.e. reading
magazines and watching TV.

Sara: She was tired, some days she just did not want to get out of bed and that’s ok I guess
(mild laugh). I mean if you’re 90 plus then I think that’s ok, as long as you 're not in bed all
day, every day.

Susanne: It was like that when she was at home as well, one week she would just stay in
bed and then she was different.

Sara: It was very different, I mean different days.

Susanne: And the days she was awake she read magazines... yes lots of magazines and she
also watched a lot of TV, especially in the beginning.

The interviewer: Did she speak about her life at all?

Susanne.: Sometimes she did, when we had coffee. But it was really difficult as she was
deaf. It was difficult to hold a conversation because she could not hear anything.

This discussion shows how Ruth’s experience of the content of everyday care shifted from
day to day mainly in accordance with her physical strength. Some days she had a need to
be with others, while on other days she wanted to be alone and rest. From the conversation
above, the staff implicitly expressed that they tried to interpret what Britta wanted, in other
words the staff attempted to respect Ruth’s self-determination. It was described as difficult
to hold a conversation with her, as she suffered from a hearing impairment.

Fear of social and existential loneliness threatened the older people’s sense of meaning and
could result in what has been interpreted as existential anxiety. This concerned for example
Mindy, one of the participants in a focus group discussion: Arlene did not like being alone. She
wanted someone to come and visit her and talk to her all the time. When she was alone she used her alarm
and wanted to get out of bed and join us in the kitchen. ... She only used the alarm when she was lonely and
wanted someone to sit down with her and talk if nothing else.

Arlene had a need to talk about her life. She became worried and anxious when she was
left alone and sought togetherness with others. It was rare for the staff to have the time to
sit with her and listen to her stories. However, when it happened, her well-being seemed to
increase. In this focus group discussion, the person’s wishes were explicitly or implicitly
concerned with social relationships, a sense of coherence and self-determination.

Thoughts on and attitudes to death

None of the participants in any of the focus group discussions knew what the older people
thought about their imminent death and whether they wished to arrange anything
beforehand. It was obvious that death was not something that the staff discussed with the
older person, his/her next of kin or among themselves, thus they lacked knowledge of what
the older people thought about death. Although the staff did not talk about death with the
older person, they often had beliefs as to his/her attitude to death. One was that the older
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person in some cases decided when to die. This was exemplified as the older person
ceasing to show an interest in eating and drinking, which subject was raised in almost all
focus group discussions and seen as a breaking point in the older person’s health status.

Case example from FGD

When Pat a decided that she wanted to die, it was very quick. The staff also described how
some of the older people prolonged their life and resisted death until their children or
someone close to them could be by their side. Pat’s death was described as follows:

Janet: She was sitting up on Sunday, I think she ate pretty well and on Monday she only
ate a little. After that, she refused to eat or drink. One of her children was abroad and due
back a week later. It seemed that she would have died much earlier if she had not waited
for her son to come home. From Monday until Wednesday she was “unconscious”, totally
in her own world, she just lay in bed. On Thursday some close friends came ... and it
seemed as if she knew that they were there. ... When I went to her room and told her that
her son would soon be here it was almost as if she understood and for a little while she
was with us again. When he finally arrived on the Friday and had been with her for about
fifteen minutes, she died.

Chrissie: I don’t think she realised that it would be so fast. I think she was aware of how
bad her condition was but she never mentioned death ...I have no impression of her being
worried or scared ... She had a will to live but all of a sudden she just stopped ...I think
that’s why it seemed so dramatic, the sudden change in her status. It changed totally from
one day to the next. It was so quick...she decided not to live any longer.

The interaction in the focus group was characterised by a need to understand both what Pat
was thinking and how she had reflected upon herself and her life. Her story reveals that the
staff believed that Pat waited to die until her son came home. The participants also
reflected upon Pat’s zest for life and had the same understanding of her end of life.

According to the staff, death was often assumed to be a release from suffering. They
characterized the end of life as a slow deterioration in different physical and mental
functions. As a result, many of the older people’s deaths were expected, although it could
also be sudden and unexpected.

Taking care of the dead person

When it came to taking care of the dead person, the staff described various rituals that were
very similar and did not seem to be connected to the specific unit in which the person
lived, but instead to the staff’s own beliefs and experiences. Different rituals appeared
within the same unit and became obvious when the staff reflected on them. Whether the
dead person should be dressed in a white shirt or ordinary clothes was one example of the
variation in staff perceptions.

All participants stated that they strove to do what the older person or next of kin wanted in
an attempt to make death into something more pleasant. The rituals involved washing the
dead person if necessary, tidying up his/her room, lighting a candle, putting a flower into
the dead person’s hand when crossed over his/her chest and placing the Bible on the
bedside table. After a person’s death, the staff could grieve the dead person and experience
a feeling of emptiness due to their relationship with him or her. The focus group
discussions revealed that existential issues were not mentioned to any great extent, other
than when the older person him/herself raised the subject. Death was surrounded by



silence, although there was consensus on the subject of an older person’s ability to decide
when he/she wanted to die (surrender). The rituals related to taking care of a dead person’s
body were rarely discussed. In some of the focus group discussions, a wish for a common
policy and agreement on how to care for a person at the end of life was expressed.

Ethical reasoning and use of self

The analysis also showed that many of the participants wished that they had done more for
the dead person. They argued that the organisation often prevented them from doing what
they really wanted for the older person. Cutbacks resulting in reduced staff and nurses no
longer playing an active role in the care were some reasons given to why the staff felt
unable to provide the care that they deemed appropriate. Implicit was a lack of support
from managers and employers. Another moral dilemma concerned the issue of dying alone.
Some staff members expressed feelings of guilt because they had not been with the person
when he or she died and were upset that he/she had died alone. Such cases were often
described and discussed in the focus group discussions, of which the following is an
example.

Case example from FGD

Wendy: I think that all of us were hoping that she would cease holding on to life.

Jane: I do believe that you can to some extent decide yourself when it’s time to die. You
have a choice when it comes to death.

Helen: I feel anxious when [ think about Ester’s death. She was in constant pain.

Jane: What were we supposed to do? ... If you don’t know what to do you cannot do
anything.

Wendy: I think we could have done more.

Marie: Ester was not really alone, but we should have been there for her because we knew
that she was dying.

Whitney: But she did have someone with her all night, she had someone sitting beside her
since the previous night.

Wendy: Yes, but none of us stayed with her.

One of the participants revealed that she wished she could have done more for Ester and
that was why she found it difficult to feel satisfied about how life turned out for Ester. She

continued: I wish that I could have done more for her, I didn’t do enough and that doesn’t feel too good.
But you can’t be everywhere. What I think about is that I should have done this and that. I wanted to but it
was not possible because there was so much else to do. There were other people who had to be looked after.
But I felt that I wanted to be with Ester but it was impossible. It feels horrible.

A long conversation ensued about doing one’s best within the organisational framework. In
order to improve the care for older people, some participants believed that the whole
organisation would have to accept that nursing homes are places where people die. One

staff member explained this as follows: You have to realize that death is a part of this job. I mean
vou shouldn’t be surprised that people die here. Some colleagues may need more training. New staff
members need help to be able to provide good care, part of which is the realisation that people die here.
...but no one wants to talk about it.

Discussion

The aim of this study was to investigate how the staff reasoned about the older persons’
death and dying. All focus group discussions revealed that the participants wanted to
reflect on the older people’s death and dying, although it was something that was rarely
discussed A surprising result was that death was surrounded by such great silence. The
term palliative care was not used at all. Only a few participants used the term end-of-life-
care. This was seen in all focus group discussions and there were no differences between
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the various units. The reason for the silence and invisibility of death in the nursing homes
can be related to lack of understanding of palliative care philosophy as discussed by
Watson and co-authors (2006). A few participants emphasised the importance of
recognizing that nursing homes are places where people both live and die. Until nursing
homes are recognized as places for death and dying, the care cannot be developed and
palliative care philosophy implemented. There is reason to believe that if people do not
view nursing homes as places of death and dying, the resources needed to provide such
care will not be made available. Watson et al. (2006) describe lack of knowledge of
palliative care and the dying process as part of the barrier to the implementation of an
integrated pathway. The present study provides a basis for such an interpretation to be
considered reasonable on both an individual and an organisational level. On the former
level, the relationship between staff and older people is characterised by lack of
conversation, especially about existential issues. None of the participants knew what the
older people thought or their wishes concerning their end of life. This is surprising, since
many of the older people reflected on in this study had lived in the nursing home for up to
two years and a similar result was presented almost twenty years ago in a study by
Andersson-Segesten (1989) that employed the same method as the present one. The 1989
study was based on an analysis of twelve deceased patients’ end of life care and death and
revealed that staff lacked knowledge of the dead person such as religious beliefs,
perceptions of impending death, meaning, fear and joy. As in our study, the staff members
were unaware of the patients’ thoughts, feelings and reactions (cf. Franklin et al. 2006;
Dwyer et al. 2008). This raises the important question of how knowledge of palliative care
and its philosophy has been implemented in contemporary society. Only then will end-of-
life care meet the diverse needs of older people who live in nursing homes (Froggatt 2006).
Since the early 1980’s a number of palliative units have been established in Sweden.
Conferences and courses have been held and the number of scientific publications has
increased (National Board of Swedish Health and Welfare 2006). Our study shows that
many staff members considered that they lacked sufficient education within the area to
discuss issues such as pain relief and existential questions.

This study reveals that the older person is to some extent viewed as a unique human being
with life-long experience and a life story. However, it seems that few of the staff members
had the time to individualise the care. To a large degree, older people still appear to be
treated in a stereotyped way despite the various ideals (WHO 2004).

Models for individualising care, promoting dignity and providing the possibility to
experience a good death have been developed and tested in different care settings. The
retrospective autopsy that provided the framework that guided this analysis is one example
(Andersson-Segesten 1989; Rinell Hermansson 1990; Rinell Hermansson & Ternestedt
2000; Ternestedt et al. 2002).The model with the six keywords often called the six S’s,
which cover physical, psychological, social, existential and spiritual needs, is aimed at
promoting the implementation of palliative car philosophy. They are seen as an integrated
whole, which originates from the individual’s self-image, identity and lifestyle. The model
is used in research (Andersson-Segesten 1989), care planning, documentation and
evaluation (Hermansson Rinell & Ternestedt 2000; Ternestedt et al. 2002). Another dignity
promoting model within palliative care is the therapy developed by Chochinov and co-
workers (2002a; 2002b).

The fact that older people at the end of life lack adequate care and sufficient pain relief is
disclosed in several studies (Lynn 1997; Lynn et al. 1997; Costantini et al. 2002). One of



many reasons for this seems to be lack of knowledge. It is relatively obvious that the view
of older people is mirrored in the resources provided and current societal values
(Strandberg 2002).

Studies show a gap between societal intentions and the capacity to implement and provide
person-focused end-of-life-care for older people. They indicate that the care is task
orientated rather than person-centred (Wetle et al., 2005). Andersson-Segesten (1989)
believes that a possible reason for this could be that staff members are not always familiar
with the older person’s earlier life. It has been suggested that palliative care philosophy
could increase awareness of the needs of the dying person, which might contribute to
him/her receiving good quality care irrespective of the setting (WHO 2004).

Methodological reflections:

Our impression is that the focus group discussions stimulated the dialogue and raised
important thoughts and reflections about caring for dying people. It was also clear that the
nurse’s assistants and the registered nurses talked about caring for the dying in somewhat
different ways. The discussions also provided insight to different professional’s work and
experiences and provided time to talk about them. The interaction between the participants
demonstrated that certain questions pertaining to organisational control are especially
sensitive and lead to conflict. This implies that the organisation can be an obstacle to the
provision of good palliative care and that staff education and support are important.
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Conclusions

The results show that staff members have a great interest in and will to offer and provide
dying people with good end of life care. The nurses assistants did, however, feel prevented
from doing so, mainly because of lack of knowledge, education, time and organisational
barriers. The registered nurses did express that the expectations on them and what they
were supposed to deliver to some extent exceeded what was impossible to meet. The care
was mainly described as task-orientated. The results also show that the staff had limited
knowledge about what the older, now dead person, thought and felt about death and dying.
Death was surrounded by a great silence and the staff seemed to have limited knowledge of
how the older person had lived his/her life before moving into the nursing home, even in
cases where he/she had lived there for a longer period. The alleviation of physical pain was
described as an important factor that enabled a good death. It was claimed that symptom
relief was not optimal, mainly due to organisational barriers. The lay staff clearly wished
for the RNs to play a more active role in the “hands on’ care as they had more knowledge
about pain and pain relief. Meaningfulness in everyday life was another important criterion
for a ‘good death’ and was described as the older person’s need of relationships and being
able to have a sense of coherence. Conversations and the possibility to sum up one’s life
were only mentioned as being important to a few of the dying older people. Many staff
members repeatedly expressed their wish to offer and provide more optimal care, but
described they felt restricted by organisational factors. In some cases this was interpreted
as moral stress. The staff members’ need for education and support was evident. It was
also clear that Palliative care philosophy should be implemented and that both the
organisation and the provision of care need to be reviewed. There is a need for further
research in this area.
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