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ABSTRACT

	Background: Caregiver preparedness for the death of a loved one is increasingly recognized as a critical component of palliative care. In Ghana, cultural taboos, religious beliefs, and limited support systems influence how families approach this process, yet little is known about how caregivers themselves navigate death preparedness.
Objective: This study explored the dimensions of caregiver death preparedness in Ghana, focusing on awareness, emotional responses, and behavioral actions.
Methods: A qualitative descriptive design was employed at the Palliative Care Unit of Tetteh Quarshie Memorial Hospital, the only in-patient palliative care facility in Ghana. Twelve informal family caregivers of terminally ill patients were purposively recruited, and data saturation was achieved. Semi-structured interviews were conducted, transcribed verbatim, and analyzed thematically. Trustworthiness was enhanced through member checking, reflexivity, and use of verbatim quotes.
Findings: Three interrelated dimensions of preparedness were identified. Awareness included knowledge of disease, recognition of disease stage, and anticipation (or denial) of death. Emotional responses ranged from denial, fear, and turmoil to faith-based rationalization and eventual acceptance, often shaped by spirituality. Behavioral actions reflected caregivers’ responses to awareness and emotions, including persistent efforts toward recovery, financial and legal planning, and fulfilment of last wishes. Preparedness varied widely, with unpreparedness often linked to denial and reliance on hope.
Conclusion: Caregiver death preparedness in Ghana is a dynamic, multidimensional process shaped by the interplay of awareness, emotion, and behavior. These findings provide evidence to guide culturally sensitive caregiver interventions and inform the integration of caregiver support into palliative care services and policy in Ghana and similar settings.
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1. INTRODUCTION

Globally, the need for caregiver support in end-of-life care is increasingly recognized as an essential component of palliative care. The World Health Organization estimates that over 56 million people require palliative care annually, with most living in low- and middle-income countries (World Health Organization, 2020). In these contexts, informal family caregivers shoulder the majority of the caregiving burden, often with limited training or support (Kisangala et al., 2024, Aejoh et al., 2020). While high-income countries have integrated structured caregiver programs into palliative care, addressing emotional, psychological, and practical preparedness, many resource-constrained settings, including those in sub-Saharan Africa, continue to under-address caregiver needs (McGuigan et al., 2024; Gambe et al., 2023).
Caregiver death preparedness refers to the process by which family members become cognitively, emotionally, and practically ready for the anticipated death of a loved one (Theißen et al, 2024). It encompasses awareness of the illness and prognosis, emotional acceptance of impending loss, and behavioral actions such as financial planning, funeral arrangements, and fulfilment of last wishes (Theißen et al, 2024). Evidence suggests that adequate preparedness benefits both caregivers and patients by reducing anxiety, enhancing decision-making, and improving bereavement outcomes (Alvariza et al., 2020). However, unpreparedness has been linked to complicated grief, family conflict, and poor end-of-life experiences.
In sub-Saharan Africa, some progress has been made in integrating caregiver support into national palliative care frameworks, notably in South Africa, Kenya, Uganda, and Botswana. Yet, death preparedness remains particularly neglected (Adejoh et al., 2020; Hailu et al., 2025). In Ghana, cultural norms and taboos surrounding death often inhibit open conversations about dying. Families may view discussions about death as invoking misfortune, and caregivers frequently adopt hopeful or faith-based responses such as “It shall be well” or “God will heal”, even when prognosis is poor. While these expressions reflect resilience, they may also delay practical planning and emotional readiness.
Beyond cultural barriers, systemic challenges limit caregiver support in Ghana. Although palliative care services have been gradually incorporated into healthcare delivery, structured caregiver-focused interventions remain scarce. Clinicians may avoid prognosis-related discussions, assuming families will initiate them when ready (Ofosu-Poku, 2021). Caregivers, in turn, are left with limited guidance, navigating physical caregiving demands, emotional distress, and practical concerns such as funeral costs, dependents’ welfare, and property management (Haliu et al., 2025). Without adequate support, many families face overwhelming responsibilities when death occurs.
Existing literature on caregiving in Ghana has highlighted the burden of care, financial strain, and emotional toll of terminal illness (Agyemang-Duah, Abdullah, & Rosenberg, 2024). However, little is known about how caregivers specifically prepare or fail to prepare for death (Lung et al., 2021). This knowledge gap is significant because preparedness is not a uniform process but a multidimensional one, shaped by the interplay of awareness, emotional adjustment, and behavioral action (Wen et al., 2022). Understanding how caregivers in Ghana experience these dimensions is essential to designing culturally sensitive interventions that can support families at the end of life.
This study, therefore, explores caregiver death preparedness among family caregivers of terminally ill patients receiving palliative care at Tetteh Quarshie Memorial Hospital in Ghana. Specifically, the study seeks to find out how caregivers understand and interpret illness, its progression, and the prospect of death, the emotional responses caregivers experience in the face of impending death, as well as behavioral actions caregivers take in preparing or not preparing for the death of their loved ones.
By addressing these questions, this study contributes to the limited empirical evidence on caregiver death preparedness in Ghana. Findings are intended to inform both clinical practice and policy, supporting the integration of caregiver-focused interventions into palliative care services, and ultimately improving end-of-life experiences for patients and families. 


2. methodology

2.1 Study Design
This study employed a qualitative descriptive design to explore caregiver death preparedness among family caregivers of terminally ill patients. A qualitative approach was deemed appropriate to capture the depth and complexity of the lived experiences of participants, particularly their awareness, emotional responses, and behavioral actions in preparing for the death of a loved one.
2.2 Study Setting
The study was conducted at the Palliative Care Unit of Tetteh Quarshie Memorial Hospital (TQMH) in the Eastern Region of Ghana. TQMH serves as the main district hospital for the Akuapim North Municipality and houses Ghana’s only in-patient palliative care unit. This unique facility was, therefore, an appropriate site for exploring caregiver experiences in end-of-life contexts.
2.3 Study Population
The study population comprised informal or family caregivers who were at least 18 years old and were currently caring for, or had cared for, a terminally ill patient receiving palliative care services at TQMH within the previous 12 months. This timeframe ensured both recency and relevance of caregiving experiences. Professional or paid caregivers were excluded.
2.4 Sampling
A purposive sampling technique was used to recruit participants with direct experience of caregiving. Recruitment was facilitated by palliative care staff, who acted as gatekeepers to identify eligible caregivers and introduce the study. Twenty caregivers were approached, 15 expressed interest, and 12 ultimately participated. Data saturation was reached by the twelfth interview, as no new codes or themes emerged during the final two interviews.
2.5 Data Collection
Data was collected in April 2022 through one-on-one semi-structured interviews. Interviews were conducted in a private consulting room at the palliative care unit or, when preferred, in the participant’s home to ensure comfort and confidentiality. Each interview lasted 25–35 minutes. An interview guide consisting of 17 open-ended questions was developed based on the study’s conceptual framework and a review of relevant literature. Questions included, ‘How did you first become aware of your loved one’s illness and what it might mean?’, ‘In what ways did you prepare emotionally for the possibility of their death?’, and ‘What practical steps did you take to prepare for the future?’
Interviews were conducted in English or Twi depending on the participant’s preference. Where Twi was used, professional interpreters assisted. Transcripts were subsequently translated into English and cross-checked by bilingual research assistants to ensure accuracy and preserve meaning. All interviews were audio-recorded with consent and transcribed verbatim.
2.6 Researcher Reflexivity
The lead researcher is a palliative care nurse with prior experience in end-of-life care. This background facilitated rapport and empathy during interviews but also posed a potential risk of bias. Reflexivity was maintained through journaling, documenting preconceptions, and regular debriefing with the research team to reflect on how the researcher’s professional role might have influenced interactions and interpretations.
2.7 Data Management and Analysis
Transcripts were anonymized and securely stored on password-protected devices. Data was analyzed using thematic content analysis, following Braun and Clarke’s six-step approach of familiarization with transcripts, generating initial codes, grouping codes into categories, developing themes, reviewing themes, and defining and naming themes. Coding was conducted inductively, allowing themes to emerge from the data while being guided by the study framework (awareness, emotional responses, and behavioral actions).
Two members of the research team independently coded a subset of transcripts to enhance dependability. Discrepancies were discussed and resolved, and a coding framework was developed and applied to the remaining transcripts. NVivo 12 software was used to support data organization and retrieval. Verbatim quotes are presented in the findings to ensure transparency and preserve participants’ voices.
2.8 Trustworthiness
Trustworthiness was ensured through multiple strategies. Member checking was conducted with selected participants to validate interpretations. Verbatim quotes to illustrate findings also helped ensure credibility. An audit trail documenting coding decisions and analytic processes was maintained to ensure dependability. Confirmability was ensured through reflexive journaling and team debriefing to minimize researcher bias. A detailed description of the study setting, sampling, and participant demographics enables readers to assess applicability or transferability to other contexts. 

3. Result
3.1 Participant Demographics
Twelve caregivers participated in the study. Ages ranged from 24 to 79 years, with most being female (11 out of 12). Relationships to the patient were primarily daughters (5), nieces (3), mothers (2), one sister, and one spouse. Caregiving duration varied from 8 months to 10 years. All participants identified as Christian.
Table 1: Demographic Characteristics of Caregivers (N = 12)
	Participant
	Age (years)
	Marital Status
	Occupation
	Religion
	Relationship to Patient
	Duration of Caregiving

	P1
	46
	Married
	Trader
	Christian
	Daughter
	3 years

	P2
	63
	Married
	Retired
	Christian
	Mother
	1 year

	P3
	71
	Married
	Retired
	Christian
	Mother
	1 year

	P4
	43
	Married
	Nurse
	Christian
	Daughter
	2 years

	P5
	46
	Married
	Teacher
	Christian
	Daughter
	4 years

	P6
	62
	Widower
	Pastor
	Christian
	Husband
	3 years

	P7
	24
	Single
	Unemployed
	Christian
	Sister
	1 year

	P8
	28
	Single
	Unemployed
	Christian
	Niece
	1 year

	P9
	79
	Widow
	Retired
	Christian
	Wife
	10 years

	P10
	40
	Married
	Teacher
	Christian
	Daughter
	8 months

	P11
	28
	Single
	Trader
	Christian
	Niece
	1 year

	P12
	25
	Single
	Unemployed
	Christian
	Daughter
	4 years




3.2 Themes and Subthemes
Analysis revealed three overarching themes – Awareness, Emotional Responses, and Behavioral Actions. Each theme comprised several subthemes (Table 2) that together illustrate the complexity of caregiver preparedness for death.
Table 2: Themes and Subthemes of Caregiver Death Preparedness
	Themes (Dimensions)
	Subthemes

	Awareness
	Disease awareness

	
	Disease stage awareness

	
	Death awareness (anticipated vs. unanticipated)

	Emotional Responses
	Denial, fear, and emotional turmoil

	
	Faith-based rationalization

	
	Compassionate release and eventual acceptance

	Behavioral Actions
	Efforts toward recovery and denial of death 

	
	Practical and financial planning

	
	Fulfilment of last wishes and end-of-life arrangements



3.3 Awareness
3.3.1 Disease Awareness
Caregivers differed in how they understood and processed the diagnosis of their loved one. For some, medical confirmation of cancer or other chronic conditions immediately signaled the seriousness of the situation and prompted early mental or practical preparations. Others, however, acknowledged the diagnosis but maintained hope for recovery, which delayed active steps toward preparedness.
As one caregiver, a 40-year-old teacher, noted: “She was diagnosed that she had cancer” (Participant 10). Another elaborated: 
When she found out there was a lump… she was diagnosed with breast cancer… it helped us prepare for her child and other things. (Participant 8)
For some, knowledge of the diagnosis translated into practical measures. A 79-year-old retired woman said:
He was hoping to die quickly… so I was hoping for him to do a will. So financially we were prepared. (Participant 9)
In contrast, others described recognition of illness but persistent optimism about recovery. One 25-year-old expressed:
We didn’t make any preparation because we knew it was diabetes and whatever it is, he’ll get well. (Participant 12)
Thus, while awareness was generally present, it did not always lead to readiness.

3.3.2 Disease Stage Awareness
Some caregivers were explicitly informed of the disease stage, which shaped their preparedness in different ways. For a few, awareness of advanced stage allowed them to begin accepting the possibility of death and preparing emotionally. Others, however, responded with fear and avoidance. One caregiver, a 46-year-old trader, stated:
We were told the cancer stage was advanced… so we psyched ourselves a bit. (Participant 1)
A caregiver with professional experience explained: 
Because of my nursing background, I psyched myself for any eventuality… we were preparing. (Participant 4)
Yet for some, this awareness triggered distress. A 28-year-old informal caregiver shared: 
When the illness was progressing… I panicked. It wasn’t something I accepted. (Participant 11)

3.3.3 Death Awareness (Anticipated vs. Unanticipated)
Caregivers varied in whether they anticipated the death of their loved one. Some described early acknowledgment of the likelihood of death, prompting them to begin making arrangements. Others remained hopeful for recovery, even into the late stages of illness. One participant stated:
I did anticipate his death so I called my siblings… we should prepare in terms of funeral. (Participant 4) 
Similarly, another caregiver shared, 
She asked for minor repair works to be done on the building… we were really prepared for any eventuality. (Participant 5)
In contrast, others admitted to not anticipating death at all. One 71-year-old woman, a mother, shared:
We did not at all anticipate death and did not think it could lead to death, so we made no preparations. (Participant 3)
Another caregiver explained,
If he wasn’t getting well at one hospital, we’d take him to another. We knew he was going to get well. (Participant 12)
3.4 Emotional Responses
3.4.1 Denial, Fear, and Turmoil
The initial response to illness and prognosis for many caregivers was characterized by denial, fear, and emotional turmoil. Panic and sadness were especially pronounced when the patient was relatively young or when the illness advanced suddenly. One participant shared,
I panicked because she wasn’t that old… it wasn’t something I accepted” (Participant 11)
Another participant added,
When my brother explained the condition… I was pained because I didn’t want anything to happen to my aunt. (Participant 10)
One participant described overwhelming grief:
I told myself I wouldn’t cry but unfortunately, I couldn’t… I really cried. (Participant 6)
3.4.2 Faith-Based Rationalization
Religious faith shaped emotional responses for most caregivers. Prayer, reliance on God’s will, and biblical interpretation provided comfort for some but also delayed acceptance for others. A 62-year-old man who was a religious cleric stated:
Through it all, we kept praying, but I saw the reality… so I was not so worried when it happened. (Participant 6)
Another caregiver explained:
I accepted it because she is 73 years and the Bible says it’s a blessing to be seventy years and above. (Participant 5)
Even when caregivers acknowledged the terminal nature of illness, they often refrained from explicitly naming death to the patient:
I conditioned my mind… I never told her she was going to die but I knew it and saw it. (Participant 6)
3.4.3 Compassionate Release and Acceptance
For some caregivers, acceptance was facilitated by witnessing the patient’s suffering. Death was reframed as a release from pain, allowing caregivers to let go. One participant stated:
Because of the way she was suffering, we even wanted her to die…The pain was unbearable. (Participant 11)
Another caregiver who was a religious cleric shared:
I spent the whole night praying to God to take her life and thank God on the 24th February, she passed away. (Participant 6)
Additionally, another caregiver also emphasized subdued grief in the words, “…so even though I was sad, it wasn’t too much”. (Participant 5)
3.5 Behavioral Actions
3.5.1 Efforts Toward Recovery and Denial of Death
For many caregivers, the dominant behavioral response was to continue seeking medical care, even when prognosis was poor. This pursuit of treatment reflected both denial and hope, and often meant practical preparations for death were delayed. A 25-year-old caregiver stated:
If he wasn’t getting well at one hospital, then we’d take him to another. (Participant 12)
The same participant remarked: 
We didn’t make any preparation because we knew it was diabetes and he’d get well. (Participant 12)
Others acknowledged death might occur, but expected more warning signs. A 46-year-old caregiver who was a teacher stated:
We knew she’d die alright but not so fast. I thought she’d be bedridden and give off some signs. (Participant 5)
3.5.2 Practical and Financial Planning
Among caregivers who reached acceptance, practical planning was a central action. This included encouraging patients to make wills, saving money for eventual costs, and consulting professionals. A 79-year-old shared that, “He [the patient] was hoping to die quickly… so I was hoping for him to do a will”. (Participant 9). Another explained:
We decided to save some money every month so in case of any eventuality we wouldn’t be found wanting. (Participant 5)
In some cases, legal arrangements were prioritized: “I went in for a Lawyer from Tema to do a will for him” (Participant 10).
3.5.3 Fulfilment of Last Wishes and End-of-Life Arrangements
Another final behavioral response involved fulfilling the patient’s last wishes and planning for dependents. This demonstrated the agency of caregivers even in difficult circumstances. One participant stated: “She asked for some repair works to be done on the building” (Participant 5). Another participant highlighted, 
She told me because she was about to die, we should put things in place… she did her will (Participant 11)
Others emphasized continuity of care for children in the next figure: 
It helped us to get someone to look after the child, so it didn’t pose much of a problem. (Participant 8).

4. Discussion
Awareness of illness and prognosis was uneven among caregivers. Some had clear knowledge of the diagnosis and disease progression, while others held onto hope of recovery despite medical confirmation of advanced illness. This finding is consistent with literature from other low- and middle-income countries, where limited health literacy and avoidance of prognosis discussions contribute to inadequate preparedness (Adedeji et al., 2022; Urrizola et al., 2024). Even in contexts where caregivers were aware of advanced disease, many struggled to accept its terminal nature, illustrating that knowledge alone does not translate into preparedness.
Similar to studies in Uganda and Kenya (Powell et al., 2021; Too et al., 2023; Adedeji et al., 2022), our findings reveal that open communication between healthcare providers and families remains a challenge. In Ghana, cultural taboos around speaking about death further inhibit frank discussions, with caregivers perceiving such conversations as invoking misfortune. This may explain why some caregivers persisted in seeking alternative treatment even when prognosis was poor. Collectively, the findings emphasize the need for sensitive but clear communication strategies to support awareness and planning among families.
Emotional responses ranged from denial and fear to eventual acceptance, echoing the concept of anticipatory grief described in the literature (Kustani et al., 2024). Caregivers initially described panic and sadness, particularly when the patient was relatively young. For some, however, faith and spirituality played a central role in rationalizing the situation.
Faith-based responses were ambivalent. On one hand, spirituality provided comfort, resilience, and meaning, aligning with previous studies that show religion as a protective factor in caregiver adjustment (Maree, Mishima, Ngubeni, & Zondi, 2018). On the other hand, reliance on hope and prayer sometimes delayed acknowledgment of impending death, resulting in unpreparedness. This dual role of spirituality mirrors findings from other African contexts, where strong religious coping can simultaneously support caregivers and perpetuate denial (Hailu et al., 2025).
Acceptance often came when caregivers viewed death as a release from suffering. This echoes the “compassionate release” concept identified in bereavement studies (O’Donnell et al., 2023). Importantly, acceptance was not linear but dynamic, with caregivers oscillating between denial, faith, and acceptance throughout the illness trajectory. Recognizing this fluctuation is critical for healthcare providers seeking to support families in real time rather than expecting a linear progression.
Behavioral preparedness reflected caregivers’ responses to awareness and emotions. For some, denial led to persistent pursuit of treatment and a lack of planning. For others, especially those who reached acceptance, practical and financial preparations were prioritized, including drafting wills, saving for funeral costs, and arranging care for dependents.
These findings resonate with the “dual process model” of coping with bereavement (Fiore, 2019), which emphasizes oscillation between loss-oriented and restoration-oriented behaviors. Caregivers in this study demonstrated restoration-oriented behaviors through practical planning, even as they grappled with loss-oriented emotions such as sadness and fear. The fulfilment of last wishes, such as repairing a house or arranging care for children, highlights the agency caregivers exercised despite limited systemic support.
Notably, divergent cases emerged where caregivers, despite awareness, actively avoided preparations due to fear or cultural norms. These negative cases reinforce that preparedness is not a uniform outcome but a spectrum influenced by personal, relational, and contextual factors.
The study highlights the interplay of cultural beliefs and health system gaps in shaping preparedness. Ghanaian cultural norms often discourage discussions about death, reinforcing avoidance among both families and healthcare providers. Faith-based worldviews further complicate preparedness, as families may rely on divine intervention even when prognosis is poor.
At the health system level, the absence of structured caregiver interventions means that families often navigate this process unsupported. In contrast, high-income countries have introduced caregiver readiness programs that include psychoeducation, counseling, and practical support (Fiore, 2019). Adapting such interventions to the Ghanaian context, while respecting cultural and spiritual values, could improve preparedness outcomes.
An interesting feature of this study is that most caregivers were female. This reflects broader societal expectations in Ghana and many sub-Saharan African contexts, where women are more likely to take on informal caregiving roles (Hailu et al., 2025). In Ghana specifically, gender roles are strongly shaped by traditional expectations that women perform personal and instrumental care tasks, while men assume breadwinner roles (Ninnoni & Owoo, 2023). While this gendered pattern is not unique to Ghana, it raises important questions about the burden placed on women and the extent to which male family members participate in end-of-life care. Future research could further explore the gender dynamics of caregiver preparedness, examining how roles, responsibilities, and experiences may differ between male and female caregivers.
5. STRENGTHS AND LIMITATIONS
This study provides rare qualitative insight into caregiver death preparedness in Ghana, offering culturally grounded perspectives from family caregivers. The use of purposive sampling, verbatim quotes, and member checking strengthened credibility.
However, limitations must be acknowledged. The study was conducted in a single hospital, which may limit transferability. All participants identified as Christian, limiting insights into religious diversity. Most participants in this study were female, which may limit the transferability of findings to male caregivers. The sample size (12 caregivers) was appropriate for qualitative depth but cannot capture all possible experiences. Finally, the principal investigator’s background as a palliative nurse may have influenced data collection, although reflexivity measures were applied to minimize bias.
6. CONCLUSION
Caregiver death preparedness in Ghana is a dynamic, multidimensional process shaped by awareness, emotional responses, and behavioral actions. Preparedness varied widely, with denial and reliance on faith often delaying planning, while acceptance facilitated practical readiness. The study contributes to limited evidence on this subject in Ghana and highlights the need for culturally sensitive interventions and supportive policies that empower caregivers in navigating the end-of-life journey.
Clinically, palliative care providers should incorporate structured conversations about prognosis and preparedness, balancing sensitivity with clarity. Training healthcare workers in culturally sensitive communication will be essential.
At the policy level, integrating caregiver preparedness interventions into palliative care services could reduce unpreparedness and its negative outcomes. Practical measures such as caregiver support groups, counseling services, and advance care planning could be piloted in Ghana. Importantly, interventions must be culturally adapted, recognizing the centrality of spirituality and family collectivism. 
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