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ABSTRACT

Introduction: The death of loved ones in hospital settings can be very painful
for family members, especially if they are unfamiliar with the hospital
environment. End-of-life care to support family members in high-care units is
vital for long-term grieving outcomes. Families' experiences regarding end-of-
life care are seldom described in South African public hospitals.

Aim: To explore family members’ experiences of end-of-life care in a specific
high-care unit in a public hospital.

Methods: This was a qualitative descriptive study. We purposively selected
family members or significant others of patients managed in the high-care
unit, where approximately 70 patients are managed monthly. We scheduled
interviews with 10 family members whose loved ones received end-of-life
care in the high-care unit, with 8 being interviewed after 2 withdraws. Data
were analysed using the collaborative hermeneutic data analysis method.
Results: Six main themes emerged from the data: 1) psychological support, 2)
cultural sensitivity, 3) spirituality, 4) coping mechanisms, 5) emotional
experiences and 6) psychological healing.

Conclusion: Through the collaborative hermeneutic data analysis approach,
healthcare professionals gained a better understanding of the experiences of
family members who lost their loved ones in the high-care unit. Healthcare
professionals were able to identify strategies to improve the experiences of
families who lost loved ones.
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INTRODUCTION

Families facing the death of critically ill family members
are likely experiencing one of the most painful events of
their lives, often reporting feelings of numbness upon first
learning that their family member is dying (Hanna et al,
2021). Family members of terminal patients have to cope
with impending loss while in the unfamiliar environment
of the hospital. They are often overlooked, especially after
a sudden decline in their loved one’s health. It is essential
to provide support to these family members during the
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illness as well as after the death of their loved one (O’Sullivan et al, 2021). End-
of-life care (EOLC) involves caring for patients and their families from the
moment the healthcare team begins to question the purpose of life sustaining
treatment and initiates communication to prepare for the patient’s death
(Anderson et al, 2020). Effective communication with the family is vital for sound
end-of-life decision-making (Nickels et al., 2023).—The study's rationale was to
understand the experiences of adult family members whose loved ones received
end-EOLC in a high care unit (HCU), allowing them to share their experiences
during the critical period.

METHODS
Design

This study was qualitative and descriptive, aiming to understand the
experiences of family members during EOLC. This approach was appropriate as
it allowed for observing, questioning, and listening to obtain rich data. Written
permission to conduct the research was obtained from the Research Ethics
Committee of the University of Pretoria (see Annexure D). Additionally, ethics
approval was granted by the Gauteng National Department of Health through
the hospital CEO (see Annexure D).
Study sample

Participants were purposively selected based on their experiences with
EOLC and their ability to provide detailed information. The study was
conducted in two phases. Phase one involved interviewing eight adult family
members of terminally ill patients admitted to the HCU where EOLC was
initiated. Data were analyzed during phase two, which included 10 healthcare
professionals (HCPs) — three medical doctors, six professional nurses, and one
enrolled nurse — all of whom were involved in EOLC in the HCU.
Data collection

In phase one, face-to-face semi-structured interviews were conducted with
family members, lasting approximately 45 minutes each. An interview guide was
used, with questions focusing on the family members' experiences when EOLC
was initiated for their loved ones.
Data analysis

In phase two, the data collected from the interviews were collaboratively
analyzed by HCPs using a creative hermeneutic approach (Boomer et al., 2010).
This approach emphasizes understanding and interpreting lived experiences. A
workshop was conducted with HCPs to analyze the data, during which they
gained insights into the family members' experiences and identified strategies to
improve EOLC in the HCU (Rawlings, et al, 2010).
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RESULTS
Six main themes emerged from the data: 1) psychological support, 2)

cultural sensitivity, 3) spirituality, 4) coping mechanisms, 5) emotional
experiences, and 6) psychological healing.
Psychological support

The family members indicated that they needed support and that
psychological support was important. According to participants:

e ‘Help from a counsellor would be of great benefit to us [family members]’.(P6)

e ‘The counsellor also plays a major role in supporting us as family’. (P3)

o ‘Allow at least 2 visitors [family members] so that we can support each other next

to his [patient] bed’. (P5)

o ‘All of us [family members] must be there ... so that we can support each other’.

(P2)

Patients are often unexpectedly admitted into critical care, leaving family
members feeling helpless and vulnerable with little understanding of what is
happening and what to expect (Naef et al, 2021). Healthcare professionals could
support family members by identifying family needs and having frequent
meetings with family members to provide information. Family members of
critically ill patients serve as a bridge between HCPs and patients, who are
physiologically and psychologically compromised, making family support
crucial (Kohi et al, 2016).

The use of proactive support services, such as social workers and meetings
with family members, suggests that support should be tailor-made to suit the
unique needs of the members involved (Pignatiello et al, 2018). In Saudi Arabia,
family members regarded support as crucial to assist them in coping with the
shock and stress following the admission of a loved one with a critical illness.
Family members need support and reassurance before and after the death of a
patient to help with the bereavement process (Morris et al, 2020).

Cultural sensitivity
Family members emphasized the importance of respecting their cultural
practices. According to the participants:
e ‘Nurses and doctors working in the hospital [HCU] should respect our
[family members] cultural practices when we want to “fetch the spirit”’. (P7)
o ‘Consider our culture...that is important to us, when we came to the hospital
his body was already takes away, we did not have opportunity to perform our
[cultural] ritual’. (P2).
In providing person-centered EOLC, death and dying to play a central
role in all societies and cultures (Krikorian et al., 2020). Critically ill patients and
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their families from culturally diverse backgrounds have a right to receive
culturally sensitive care. Accordingly, HCPs should have appropriate
knowledge, skills, and attributes to respect and effectively respond to the
cultural needs of critically ill patients and family members. In African cultures,
family members and relatives wish to be close to dying loved ones because the
last words of the dying are taken very seriously (Moore et al, 2020). The last
words could include a blessing or important last wishes and bequests,
particularly as many people do not have formal wills. Cultural competence is
learned over time through inner reflection and awareness (Young et al, 2021).
HCPs should be aware that many cultures consider discussing impending death
to be inappropriate and culturally insensitive (Givler et al, 2022). However,
discussing EOLC can have multiple benefits, including giving older people an
opportunity to express their preferences or identifying who they would like to be
involved in the decision-making process.

Spirituality

Family members indicated that religion and religious practices were
important for the spiritual healing of their loved ones. They also stressed the
importance of being allowed to perform religious practices. According to
participants:

e ‘Accommodate us [family members] to practise our religion... Put a rosary
around her [patient] neck or her wrist ... [or] just come and rub holy oil on
our patient’. (P2)

e ‘Prayer helps us [family members] as we lay everything in God’s hands, we
[family] just prayed without touching anything’. (P3)

In patient care, spirituality is not a luxury but a necessity for any system
that claims to care for patients (Ferrell et al, 2020). Spirituality can be expressed
through various religious practices such as rituals and living according to
religious values (Paul Victor et al, 2020). Spiritual care is increasingly recognized
as a fundamental part of nursing care and meeting the spiritual needs of patients
and families can increase satisfaction with care, as well as alleviate “total pain’,
which includes the physical, psychological, emotional, and spiritual dimensions
(Paul Victor et al, 2020; Cosentino et al, 2020). In Ontario, Canada, Holyoke and
Stephenson (2017) found that spiritual care is necessary for the person dying and
also for family members and care providers. HCPs should understand the
distinctions between faith, religion, and spirituality to understand patients’
beliefs and provide spiritual care (Ferrell et al, 2020; Paul Victor et al, 2020).
Religious practices such as prayer should be encouraged in the ICU, and
opportunities for prayer should be created (Al-Mutair et al., 2013).

Coping strategies
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Family members in our study struggled to cope with the realisation that
their family members were receiving EOLC, a finding consistent with previous
research (Leemann et al, 2020). Family members in our study indicated that their
main coping strategies were denial, hope, and acceptance. Some family members
denied that their loved ones might die, or hoped that their loved ones would not
die. Others accepted that their loved ones would die. According to participants:

o ‘[ wished they [nurses and doctors] would continue to care for her

[patient]...as if maybe she would wake up again’. (P8)

e ‘[ hope I would find her opening her eyes today and looking at me’. (P8)

o ‘It was very hard to accept but with your family around you act brave you try
to stay strong especially for the people [family] around you’. (P1)

In intensive care units (ICUs), minor changes in a patient’s condition
could either boost or diminish the family’s hope (Valle et al, 2021). Family
members often cling to hope when coping with the impending death of a loved
one in ICU. By having hope, family members cope with difficult present
circumstances by creating a positive future with uncertain possibilities and
hoping for their loved one’s survival (Valle et al, 2021; McAlearney et al, 2015).
Denial is a defense mechanism that refuses to believe a reality or an unpleasant
fact. Family members in our study also experienced denial, which is the first
stage of grief and helps people to survive loss (Wang et al, 2021). Acceptance is
the fifth stage of grief and means embracing the present, both good and bad, to
shape the future (Wang et al, 2021). Acceptance is not necessarily a happy or
uplifting stage. It means that people have accepted the grief or loss and have
come to understand what it means in their life now. For many people, acceptance
is the hardest stage. Some people are never able to accept the loss of their loved
ones fully, and grieving people can regenerate their traumatic past and allow
themselves to move forward (Wang et al, 2021).

Emotional experiences

In this study, family members reported anxiety and depression as their
primary emotional experiences. They described feeling anxious when their loved
ones were admitted to the HCU. According to participants:

o ‘Anxiety is the worst because you are unsure if you will find your family

member in the unit when you arrive’. (P7)

o “All the patients are lying flat, motionless, not talking and next to them there
is a lot of machines, and some drips they say it’s an alarm. ...it more of an
anxious environment’. (P1)

o ‘I cannot deal with the situation [EOLC] that we are facing...I am so sad...."
(P5)
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e 'What is happening [EOLC] with my sister is very traumatic experience...’
(P3)

The ICU is a complex and stressful environment and is associated with
significant psychologic morbidity for patients and their families. Many family
members experience anxiety, depression, and post-traumatic stress symptoms
after their loved one is admitted to the ICU (Beesley et al, 2018; Coombs et al,
2020). Depression is a natural part of grief, when individuals deal with feelings
of hopelessness and inadequacy (McAlearney et al, 2015). Family members
should thus be treated with dignity and respect to reduce their stress and anxiety
(Brown et al, 2018). Family members require information, communication,
support, and comfort from HCPs. Family involvement and support can also
reduce family members” anxiety (Hetland et al, 2018).

Psychological healing

Family members indicated a need for psychological healing upon hearing
the news of their loved one’s death. They felt that counselling services could help
them cope with their loss. According to participants:

e ‘Maybe hold regular meeting with the family where not only medical aspects

[EOLC] are dealt with, but other social aspects’. (P8)

e ‘Having a pastor/counsellor will make it easy for us [family members] to

accept that death is inevitable’. (P5)

Grief can manifest emotionally, psychologically, and physically.®!
Bereavement follow-up should be part of any patient plan of care. As family
members receive the news of the loved one’s death, it is important for HCPs or a
dedicated social worker to guide them through the initial loss and help them
accept the loss (Norlander, 2014).

Limitations

The study was limited to the experiences of eight family members of
patients who received EOLC in the HCU of one provincial hospital in Gauteng.
Therefore, the results cannot be generalised.

CONCLUSION

In public hospitals in South Africa, family members of patients receiving
EOLC in the HCU have specific support needs. Healthcare professionals should
recognize the importance of allowing family members to conduct their cultural
and religious practices for their loved ones. Furthermore, family members need
emotional, psychological, and spiritual support to cope with their family
members' EOLC. Flexible visiting hours and policies should be accommodated
once EOLC is initiated.
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