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SUMMARY

. Staff in intensive care units must be prepared to provide family
friendly care.

. Nurses in intensive care units usually do not have any
knowledge about patients’ family structures and dynamics.

. Close relatives need to watch over the patient and be
vigilant.

. Participation and fellowship are important in the care of
patients and their families.

. It is suggested that there is much that can be done to improve
the intensive care environment to make it more family
friendly.

INTRODUCTION

In intensive and critical care, patients of different ages and different
backgrounds and life situations are cared for, and their families and
relatives also have different ages and are in different life situations.
Thus staff in the intensive care unit (ICU) must be prepared to
care for individuals with different needs. Perhaps family centred
care (FCC) is most important in intensive care units, compared
to other units, because of the occurrences of dramatic and often
tragic circumstances? In these situations, the development of family
involvement in the care and what is happening to the patient is a
great challenge for practitioners.

The concept of FCC is sometimes mentioned as family oriented care
or sometimes as family friendly care. However, these concepts are
rather unclear and sometimes confusing, which has been noted by
several authors (Darbyshire, 1993; Nethercott, 1993). Cunnigham’s
(1978 p.35) definition of FCC is widely used and is as follows:

“care given to the total family. While the care may be focused on one
member, the public health nurse will be aware of the effect of the
problem on the whole family and the family’s effect on the problem.
The focus of care may change from one individual to another. This
means that the needs of all family members must be assessed with
the aim of health promotion and early case finding.”

Cunningham defined the concept in relation to public health nursing,
but this definition can also be used in other health care settings
such as in ICU. Cunningham points out that if anyone in the family
is sick or injured the whole family is affected. The family also affects
the actual problem and the patient. Thus, the nurse must be aware
of, not only the patient’s needs but also of the dynamics and needs
within the family.

The concept of FCC was first introduced in paediatric care in the mid
1950s. It was implemented by many hospitals during late 1970s.
Barnhill's (1979) theory of the healthy family cycle was important in
this development. This resulted in a paradigm shiftin many countries.
In paediatric units especially, parents were wanted and included in
the care of the sick child, and not excluded from participation in
treatment, doctors’ rounds and examinations. Another important
occurrence was the British Platt report (Central Health Services
Council, 1959). This report was mainly based on Bowlby’s studies
(1951; 1965; 1970) which were important in the improvement of
care of children in hospitals (Alsop-Shields & Mohay, 2001). This
knowledge resulted in a more child and family friendly practice, in
which parents were encouraged to participate in care, and to assist
in the recovery process. This paradigm shift is still ongoing and
most nurses have the opinion that it is good for the child to have the
parents’ presence because that they can help to care for the child
during the hospital stay.

Based on Barnhill's (1979) theory, Hall et al. (1994), Hall (2005b)
and Wilson et al. (1993) suggests the words “experiences” and
“dynamics” when we talk about the relationships in the family,
between family members and nurses/professionals and between
professionals or within a group of professionals. Thus, the dynamic
between the patient and the nurses/professionals also should be
included in FCC. | will first discuss issues that concern the family
and then some concepts of caring which could be seen important in
caring of patients and their families.

Family

What do we mean by a family? The word family often refers to
generic relationships and blood relationships. The word family
comes from the Latin word familia and from the words famulus which
is servant, and famula which is servant or maid. Originally it meant
serving or attendance and thereafter dependent. Today, many use
the word family in the meaning of relatives and generic lines of both
parents and their children. But today the Italian word famiglia means
the servants and staff, and the word famiglio is synonymous with
domestico (servants) (Bergman, 2003). According to this, family
can include persons with no blood or generic relationships.

The structure of families and their relationships is complicated.
The family can consist of parents and children, often known as the
nuclear family. But we can also refer to family relationships in which
the wife’s or husband’s or partner’s brothers and sisters, father
and mother are considered as their families. Other constructions
of families in many other countries include, for example, husband
and wife having children from previous marriages. These children
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may have several grandmothers and grandfathers and the wife and
husband several mothers and fathers in law. Children may have
different kinds of siblings such as half-brothers and half-sisters or
siblings without any generic relation ties. This kind of family structure
is often called the extended family.

The third type of family is also sometimes called significant others,
close/important others or friends, and is somewhat different. In this
type of family the dependency of each other is built upon closeness
and the trustful relationship. The relationship is characterised by
intimacy but it could be someone who takes care of practical things
and there exists a mutual confidence. In the two first types of family
it is the structure and legal relationships which define what a family
is, but in the third, it is the importance or quality of the relationship
which defines the family.

The number of one-person households is increasing in the western
world (Statistiska Centralbyran, 2000). Many have chosen to live
without any family or relationships to relatives. Others have not
chosen to live alone, but circumstances have developed in that
way. Some have a family, but do not want to have any relationships
or contacts perhaps because of previous conflicts, or difficult and
complicated personal relationships.

So, when we talk about FCC, we must first clarify what we mean by
this.

Critical illness or injury and the dynamics within families

Critical iliness or severe injuries in any family can trigger a process
which can reveal conflicts embedded and suppressed during many
years, and the whole structure of the family can be threatened. But
the dynamics within the family may also be strengthened and loyalty
and support can unify the family. Relationships between partners can
become deeper and closer (Maddox et al., 2001). When a family
member becomes critically ill or is severely injured, the routines in
the family will change, and this can disrupt their normal existence
and usual patterns of life. Relatives are also faced with an existential
uncertainty (Bahnson, 1987) and the very stressful factor of the
awareness of the patient’s possible death (Caplin & Sexton, 1988;
Artrinian, 1989; 1991).

In paediatric and neonatal intensive care units, for example, FFC
is created around the sick child (see for example Hall, 1999; 2001;
2007). The staff know who the child’s parents are, and it is easy to
find out if the child has any siblings and if there are any grandparents.
In adult ICUs, nurses often do not have any knowledge about their
patients’ relationships, family structure or the dynamics within the
family or their relatives. Therefore nursing care is usually planned
and conducted based on the nurses’ assessment of what is best for
the patient. Nursing care activities aim for a positive outcome for the
patient, not only the patient’s survival, but also the patient's well-
being in the long-term.

We can conclude that it is extremely difficult to define and understand
the dynamics within patients’ families. Sometimes the nurses may
have an intuitive feeling that something is wrong, that the patient’s
reactions or responses to the visitor may reflect the quality of the
relationship. For example, the patient becomes either worried or calm
and relaxed. But it is always difficult to interpret patients’ reactions.
For example patients may start to cry when a family member visits.
We can interpret these visits as evoking unpleasant feelings or
conversely, making the patient feel confident and relaxed, daring to
show all his or her feelings of fear, sorrow and despair.

Interactions between the family and the nurse

It has been discussed that there are many and varied attitudes among
nurses to FCC and that nurses’ knowledge of FCC is not always put
into practice. Others state the opinion that nurses do not have an

adequate knowledge of family theories and their role in this.

Even if all nurses agree about the importance of FCC for patients,
family members’ and the nurses’ health and well-being there still
remain some difficulties and problems. For example, few ICUs have
guidelines for the care of children who accompany adults when
visiting ICU patients (Knutsson et al., 2004; Vint, 2005). It is important
to emphasise that children are also family members. Restricting or
not restricting children to visit has been discussed but no studies
from the children’s perspective have been conducted.

There are some problems and questions concerning the dynamics
between professionals and family members. These are:

. expectations of nurses about the family, and vice versa;

. a possible conflict or a collaboration and interaction; and

. is there evidence that FCC is improving child, patient and/or
family health and well-being?

Nurses’ expectations about family members and vice versa

There are different interactions and relationships in the dynamics
of the nurse-family. Some are built upon trust and confidence, but
others are caused by mistrust and suspicion. Cultural factors and
language difficulties also have an impact on the nurses’ and family
members’ perceptions and their understanding of the situation.
But there are also misunderstandings because of preconceptions.
Nurses’ expectations about family members’ involvement in the care
process must be clarified and fully understood and family members’
expectations about the role of the nurse must also be defined. This
concerns visiting policies, presence in the room, asking questions,
how to behave in relation to other patients in the room, the number
of visitors allowed, involvement in any nursing care and family
expectations of nurses’ behaviour, competency and skills.

Conflicts or collaboration and positive interactions

In paediatric intensive care, power struggle about the ownership of
the child/patient (Evans, 1994; Shields et al., 2003) and the parental
role during the child’s stay in hospital (Moynihan et al., 1995; Cohen,
1995; Simons et al., 2001) has been described.

Soderback (1999) described three different styles the nurses had in
their relationship or interaction with parents to a sick child. These
were: the demanding style, the eliciting style, the collaborating style
and the assumptive style. These styles incorporate paternalism to
cooperation.

Simons et al. (2001) outlined the FCC as a continuum from parent-
led care to nurse-led care and a partnership. In nurse-led care the
parents have a minimum of involvement in the care and in parent-
led they have a maximum of involvement. In the partnership nurse
and parents have equal status. According to Espezel and Canams’
(2003) study the parents wanted access to reliable data and sharing
the care of the children and they wanted consistency of staff.

Similar findings are described in research of relatives’ and family
members’ needs and wishes in adult ICU. For example, relatives
wanted continuity in nursing care and consistency of nurses because
then it was easier to build up a trustful relationship with the nursing
staff (Hall, 2007).

Other possible conflicts can appear when professionals and family
members interpret the patient’s clinical signs and reactions differently.
Hall (1999) found, for example, that intuitive knowing among mothers
showed that they could identify any deteriorating condition of their
child before the professionals, which sometimes created conflicts
between mothers and nurses. When the parents’ observations were
not taken seriously, they felt that the professionals were ignorant.
Similar experiences have been seen in adult ICU. Callery (1997a)
explained this as private and public knowledge, and most nurses
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agree that both these types of knowledge are needed in patient care.
When nurses and the family work together, the interaction takes place
in the form of communication and the exchange of knowledge.

Is there evidence that FCC is improving child, patient and/or
family health and well-being?

This question can be developed into additional three questions:

1. Does family centred care improve family members’ health and
well-being?

There are several studies and articles that discuss the advantages
and disadvantages of FCC in relation to patients’ and family members’
health and well-being, but more research is needed. Nicholson et al.
(1993) showed that if a child was allowed to visit their relative, and
if they received information before entering the patient’s room, their
stress decreased. Since the 1980s it has been discussed whether
or not young children should be allowed to visit patients cared for in
ICU (Goodall, 1982; Lewandowski, 1992; Nicholson et al., 1993).
Leske (1986) and Burr (1998) studied the needs of relatives in the
critical care context. But knowledge about the effect of FCC on
relatives’ health and well-being in a short term as well as long-term
perspective is needed.

2. Do family members and their bedside presence have any impact
on the ICU patient’s health, recovery, well-being and survival?

Several studies have shown that persons close to the patient are
important in the nursing care of the patient (West, 1975; Gardner
& Stewart, 1978). Molter’s (1979) research was important for the
development of FCC in ICU. Molter concluded that any crises
and conflicts between the patient and patient’s family, which were
unresolved, could affect the development and the deterioration of
the patient’s illness and medical condition. Further research was
conducted, and for example, Leske and Molter’s (1983) instrument
- the Critical Care Family Needs Inventory - was developed. It is
obvious that meeting the needs of family members has a positive
effect on the patient’s health condition (Burr, 2002).

In an interview study of patients’ experiences regarding relatives/
close persons including young children visiting them during their
stay in the ICU, patients reported that the family members’ presence
made them feel safe and secure, and that they knew they were loved
and that these persons wished that they should survive (Bergbom &
Askwall, 2000). The family members’ presence was very important
for their feelings of security. They could relax when their relative
could see what was happening to them. They also stated that these
close persons were more important than the nurses (Bergbom &
Askwall, 2000), and that the quality of the relationship was vital.
Thus, the family members or close persons had an impact on
their “survival’. It was also important for the patient’s well-being to
feel love for the family members who visited or stayed with them
because this made them feel strong and helped them to overcome
their exhaustion. Close persons and family members are thus able
to support, and console patients and help them to feel calm and
relaxed (Granberg et al., 1999; Bergbom & Askwall, 2000). Caplan’s
(1976) research shows that these supportive systems have a
positive health effect. Other studies also support this (Simpson,
1991; Hupcey & Zimmerman, 2000; Madox et al., 2001). Significant
others, or their nearest relative, could anchor the patient in their
normal, real life, and help them to survive. This was confirmed in
another study where patients reported that persons who they trusted
or had a good relationship with, could, by their presence, prevent or
stop negative experiences such as unreal experiences, nightmares
and delusional and confusing occurrences (Granberg et al., 1999).
However, patients also said that they did not want any visitors who
they did not like, or felt uncomfortable with. They did not wish to have
any visitors who they were forced to be polite to. They did not have
the strength for this.

Armstrong Lazure (1997) studied patients’ reactions such as blood
pressure and heart rate during their relatives’ stay and visits in the
ICU, and compared the findings with a control group. They found
that diastolic blood pressure and heart rate decreased during visits
in comparison with the control group, but Schulte et al. (1993) did
not found any decrease in heart rate. Many nurses have the opinion
that patients who have no visitors while they are cared for in the
ICU are more likely to die, but Eriksson and Bergbom (2007) found
that patients’ mortality was not affected by having or not having
any visiting relatives during the ICU stay. Thus, there are some
conflicting results. However, patients cared for without any restricted
visiting hours had significantly lower heart rates following visits, than
patients in ICUs where the visiting hours were restricted (Schulte
et al., 1993). So, the presence of family members would appear
to have a beneficial caring effect but more research is needed to
support this.

3. Can any differences be seen between patients and family
members’ health and well-being when family centred care is
implemented, compared to when it is not utilised?

| will attempt to answer this question by referring to some concepts
and phenomena, which | think are of importance in caring. These
concepts are participation, knowing, vigilance, and fellowship or
mutuality; and they are interlaced.

Participation

The word participation means the state of participating or sharing in
common with others. Share means to have something common, to
see, and to take part in. To participate in is to take part in, to enjoy,
take responsibility for and contribute to. Synonyms are: involved in,
interested in, engaged in, initiated, to be a partner and participator,
being jointly responsible and being a contributor. The essence of
participation is summarised in the following phenomena: insight,
understanding, reflection, and sympathy. Participation and sharing
is related to knowing, which been described by Eriksson (1987),
Kirkevold (1996) and Hall (2005a; 2005b).

If a person is not feeling well or is suffering, and when this suffering
cannot be shared with another person, it is impossible to participate
and share other experiences such as work and life-stories. When we
cannot or are not able to share we have to take into consideration the
risk for disintegration (Fromm, 1962; Eriksson, 1987). In conclusion,
participation is a presence which leads to fellowship. The experience
of a concrete or abstract presence of another person or significant
other can mean experiences of fellowship and mutuality and to be a
part of something.

Participation, sharing and knowing is important in family centred
caring. By knowing, the family members become participants and
they share knowledge about the patients’ condition. Research has
shown that it is vital for family members to know what is going on,
to be continuously informed in an understandable language and
to have an overview of the situation (Burr, 1998; Hall, 2005a). It is
also important for the family to know from whom they can receive
information, and who are responsible for the patient during the
nurses’ different shifts. Knowing helps family members to cope and
care for the patient and participation includes mutual exchange of
information between family and nurses. Thus knowing is interwoven
in the dynamics around the patient and is essential for the whole
family’s health to know what is happening to the patient.

Knowing is also a way to cope with uncertainty, despair and fear of
losing the patient. Family members want to have a preparedness of
knowing to be able to handle the situation and to be prepared should
the worst happen (see Burr, 1996). Their pain, sorrow and worries are
soothed or alleviated by being knowledgeable and vigilant. Distrust
of nursing care occurs when there is ignorance among the staff,
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or if they are given conflicting information. This creates insecurity,
feelings of isolation and distrust and nurses are not seen as being
knowledgeable (Hall, 2005a; 2005b).

Hall (2001) found in an interview study with nurses that knowing,
for the nurse, was to know what to do and to have an overview of
the situation, and to have some kind of control. Otherwise, they felt
uncertain and vulnerable. This was important for good nursing care
of the patient and the family and for the well-being of the nurses.
Participation also meant sharing the work and the responsibilities
of the team and with other nurses involved in the care of the patient.

Very few studies have focused on families’ and the patients’
experiences of participation and sharing of “knowledge” about the
patients’ condition and what has happened during the stay in the ICU.
However, some studies about the effects of diaries kept for patients
and their relatives have been published and today many ICUs keep
diaries for their patients and families. We need, for example, to find
out what it means for the patient and the family dynamics when
family members are “knowing”, when the patient does not know or
has been able to share what has happened in relation to his or her
medical condition. This is especially important when patients have
been unconscious or have no memories from their ICU period.

In an interview study by Granberg et al. (1998) one patient reported
that she was very disappointed and felt isolated because her husband
knew more about her condition and experiences that had happened
during her stay in the ICU than herself. She felt unknowing, isolated
and separated and not able to share the “knowing” her husband had.
This created suspicion in their relationship: he knew something about
her and her life that she did not.

To watch over the patient and be vigilant

Several researchers (Burr, 1998; Frid et al., 2001; Hall, 2005a; Fridh
& Bergbom, 2006) have described the importance for the family to
watch over the critical ill or injured patient, or they discuss or describe
vigilance. The word vigilance comes from the Latin word vigilis which
is to be awake and the word vegere which means to cheer up. The
Latin word vigilo means to keep awake, to be alert and watchful,
to keep the eyes open, and to care. The adjective vigilantia means
watchfulness and consideration. Vigil is the act of keeping awake
and implies a devotional watching. Vigilance is the state of quality
of being vigilant. The discrimination paradigm in Swedish shows
that there are six groups of synonyms which describe the content of
vigilance. These are: to be awake or stay up, to watch, to supervise
or see to, to look after to protect and to have charge of. In the study by
Fridh and Bergbom (2006) it is concluded that “to watch over means
to be present at somebody’s side with attention, with the purpose
to protect the person from danger and to assist and help when the
person is ill or dying. The vigilance can take place both in days and
nights, being carried out by carers (nurses) or close persons to the
sick or dying. The vigilance contains an emotional engagement
where any personal needs are put aside in order to carry out caring
and worrying for the sick or dying person.”

To be awake means to be alert and curious and to be attentive,
but also means to be sleepless. The watching person sacrifices
something for the patient. To watch over means to be careful, to
guard and look after the patient’s interests, to assist and to ensure
that nothing bad can occur. To supervise or oversee means to keep
a watching eye on what is happening. To look after, means to wait,
and to nurse and to give care, and be there for the other person. To
protect, means to defend, support and ward off evil and to guard
the other person. Finally, to have charge over, means to inspect
and control and supervise. It would seem that the concept of vigil
and vigilance is a very important act and phenomenon in the caring
process.

The importance for family members to be present in the patient’s

room, to be close, to touch and be able to talk to the patient is well
known by most ICU nurses. It is seen as important by relatives to be
allowed to touch the patient, and sometimes to participate in practical
nursing procedures because this could help the family members to
handle their feelings of helplessness. Just to be present, and be
there, is felt by family members to do something to help the patient.
Generally, this type of support is accepted by nurses. But they can
also experience the family members’ presence as difficult, when they
perform different nursing care actions. The family members constant
presence is often accepted when the patient’s condition is very critical
and severe, or when the patient is expected to die or is dying.

In research by Hall (2005a) vigilance can alleviate sorrow and despair
and decrease family members’ suffering. To wait, to be attentive
and to hope for positive signs of recovery may strengthen the
family members' support and feelings of being close to the patient.
Waiting and realising the deterioration in the patient’s condition may
encourage the unity of the family and the care of each other within
the family.

Based on this knowledge, we must continue with research that
takes all aspects of vigilance into consideration, when studying
patients’ experiences of vigilance and the long-term effects on family
members’ health.

Fellowship

Fellowship or community comes from the Latin word com-munis,
from moin which means exchange and from munis which means
duty, obligations and mutuality. Ship comes from creation.

Fellowship can, from a caring perspective, be described as follows:
the condition of being a fellow or associate, mutual association,
equal and friendly terms, companionship, partnership, and joint
interest. The condition for fellowship or mutuality is some kind of
agreement, by being human beings, which includes suffering and
joy, as well as sorrow and despair, through sharing experiences and
memories and through the language (Coster, 2001). The concept
of equal value is important, and is the basis for the experience of
fellowship and mutuality. This means that there is a possibility to
share joy and sorrow and that this sharing allows new possibilities
in the creation of something new. Mutuality implies an exchange, but
also a dependency. Fellowship and mutuality create and is a basis
for openness, creativity and the possibility to re-examine present
thinking, and can lead to new approaches and thoughts.

Hall (2005a; 2005b) uses the word mutuality based on Barnhill’'s
(1979) framework of healthy family systems. According to Barnhill,
mutuality refers to closeness and intimacy, and is a central concept in
a healthy family circle. The opposite is isolation, in which the person
is not included in the communion, and there is a risk of feelings of
alienation. In the dictionary, mutuality is defined as those relationships,
interests, likes and dislikes that are equally shared (Longman, 1992),
but Hall (2005a; 2005b) describes mutuality as to care and be open
and, referring to Benner and Wrubel (1989), to want to be of help to
each other, to need and accept help from each other, and to treat
each other with respect and dignity. In this meaning, the concept is
close connected to togetherness.

A study by Aittamaki et al. (1999) found that relatives and spouses
were prepared to sacrifice much for the fellowship with the patient,
but that they experienced a struggle between responsibility and
guilt. This responsibility also created a fellowship which included
joy, closeness, sharing of experiences and possibilities for the family
to develop and care for each other. This fellowship and mutuality
can continue to grow even after the patient’s death. However, the
responsibility can also create loneliness if other family members do
not take their share of the responsibility. Because of the patient’s
condition, the mutual relationship can easily become one-sided or
unilateral. The patient could exclude others, which is common when
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the patient feels exhausted, frightened, and that death is near.
Nurses’ actions and attitudes are very important in these situations.
Nurses, by their actions, can destabilise a growing fellowship, for
example, by giving the patient more sedation or recommending the
spouse should leave. The meaning of responsibility lies in an actual
presence, which means that the family member must be present
at the bedside because this is how fellowship works and is made
possible.

Fellowship within families having a sick child is also important. Some
parents of a sick child find support and care from their own parents,
that is, the child’s grandparents, and that they can share and help
each other to endure and survive critical moments (Callery, 1997b).
Mutuality could help parents and grandparents not to feel isolated
or not part of the family or being a stranger (Hall, 2002; 2005a).
Several researchers and authors have found that children of adult
patients cared for in ICU should be involved, and not protected from
what is happening, when a family member is critically ill or injured.
Fellowship makes children feel important, and not isolated. The
children will then have the opportunity to share sorrows and hopes
with the adults in the family.

Wilson et al. (1993) found that the dynamic between the family and
professionals developed and was a process from feelings of isolation
towards feelings of partnership. Parents of sick children appreciated
professionals who could communicate with them, and inform and
also perhaps make a joke and talk with them about everyday
matters and the world outside the hospital and things that were of
mutual interest. This gave the impression that the professionals were
pleasant and kind, and made their anxiety easier to endure because
they could share something with the family (Hall, 2005b). Fellowship
and mutuality imply sharing and this contribute to possibilities for
family members to relax and have a pause from their worries and
anxieties. Fenwick et al. (2001) supports the importance of this social
interaction, and strategy through which relationships are initiated,
maintained and enhanced. Similar findings have been described in
studies from adult ICU. We found, for example, that fellowship was
essential when family members were awaiting information about the
patient’s condition. If the patient had been declared brain stem dead,
the nurses shared the family’s worries, despair and sorrow. If no
mutuality existed the nurses were described as “robots with chilly
eyes” (Frid et al., 2001).

Fellowship between professionals refers to effective teamwork,
cooperation and sharing of responsibility, colleagues who are helpful,
and who they could talk to, and share their feelings, and experiences
with (see for example, Hall, 2001). Through generations, or internally
between professionals, fellowship and mutuality seems to create
a sense of togetherness and community, as human beings, being
members of a family or members of a team. This helps to combat
any feelings of loneliness and isolation. Feelings of isolation and
alienation could result in long-lasting and unpleasant memories.

According to Barnhill (1979), mutuality contributes both to family and
professional health and well-being.

The environmental context - is it truly caring?

The ICU environment and the treatment given to patients are
characterised by the use of high technology machinery and devices.
The ICU department was created with the purpose of saving life, and
to enable the staff to work and use the equipment efficiently in the
treatment of patients. Many ICUs have no or very few single rooms
for patients and often they have not been designed to respond to
patients’ and families’ needs for privacy and integrity. Research has
shown that the ICU environment is often experienced as stressful
and frightening, by both patients and their families. Fontaine et al.
(2001) found that the ICU environment is a contributory factor in

the development of medical complications and it also increases
patients’ experiences of stress. The equipment can make it difficult,
and sometimes impossible, for family members to come close to
the patient. Eye contact between the patient and family members
is sometimes impossible. Lack of privacy in two-bed rooms and the
limited space around the bed are obstacles for good nursing care.
The lack of rooms in ICUs for family members for rest and private
conversations also shows that the environment is not family friendly,
and thus is not conducive to FCC. Such conditions are a reality in
many ICUs worldwide, and many ICUs do not have an acceptable
level of nursing care regarding dying patients and their families.

A caring culture not only means that the physical environment
should support and facilitate caring. It also means that the relations,
will, mood, and atmosphere between the professionals or the team
members in the ICU are of the highest quality. The atmosphere
should allow for the caring of patients and their families, and to
acknowledge care of the professionals by their participation, sharing,
knowing, fellowship, mutuality and vigilance.

The atmosphere of the quality of relations within the team affects
the patient, as well as family members visiting the patient. Several
researchers and nursing theorists (for example, Eriksson, 1987;
Benner et al., 1996) have emphasised the importance of a good and
developing emotional atmosphere for patients’, family members’
and professionals’ health and well-being. A caring culture will also
make the unit a good place to work for the professionals.

In an interview study of about 300 patients (Bergbom Engberg,
1989), it was found that patients were aware of how their family
members were met and treated by professionals. They could also
recall and describe their experiences of the atmosphere in the room.
For example, patients said that they could not stand arguments
or unfriendly talk between the team members. It made them feel
insecure and frightened. Other patients reported that an unfriendly
tone or a negative attitude towards the family by the team members
created feelings of mistrust and insecurity, but a friendly, positive
and caring attitude to visiting family members created security, trust,
hope and joy (Hall, 2007). In another study, patients said that their
family members were welcomed by the nurses and that there was a
warm and close atmosphere (Bergbom & Askwall, 2000).

FCC does not finish when the patient is discharged from the
ICU. During patients’ recovery at home, thoughts about what has
happened and adverse memories may evoke unpleasant feelings
and may delay recovery, health and well-being. Patients and family
members are not always in step. The patient may still not feel well,
while family members can see that the patient is no longer in a critical
condition and therefore should do something, and not just sit and
think. In a follow-up study, we found that many patients’ relationships
with spouses, family members and friends changed after the critical
care period. Some rejected their families, some deepened their
fellowship and some tried to hide their feelings and experiences,
and adopted an acceptable and expected social behaviour in fear of
loosing their family and relationships.

A great deal of research has been already been conducted in this
field, but more research is still needed, and we must develop further
theories concerning FCC in both intensive nursing care and caring
science.

NOTE

This article is based upon a plenary presentation given at The
2nd Congress of the European federation of Critical Care Nursing
association, 11 November 2005, Amsterdam, The Netherlands.
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