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Background

Family Caregivers (FCGs) experience various 
existential and spiritual issues while caring for their 
family member in palliative care. 

Families often turn to spirituality in difficult times of 
caregiving

Determining spiritual and existential concerns of 
patients and families are primary goals of palliative 
care.

No such studies are available in Pakistan.



Spirituality is an aspect of humanity that 
refers to the way individuals seek and 
express meaning and purpose, the way 
they experience their connectedness to the 
moment, to self, to others, to nature and to 
the significant or sacred” (Puchalski et al., 
2009, p.887) 

Spirituality



The study aimed to bring the hidden 
voices of family caregivers, their own 
spiritual experiences caring for their dying 
patients in a hospice setting to guide and 
direct the care practices of healthcare 
professionals. 

Purpose of the Study



• How do family caregivers in Pakistan describe their 
experiences of spirituality while looking after their family 
member receiving palliative care in a hospice care 
setting? 

• How do experiences of spirituality shape family 
caregiving practices in Pakistan?

• How do spiritual practices impact family caregivers’ 
caregiving experiences?
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Research Questions



Glimpses of Pakistan



Low socio-economic determinants of health leading 
to huge burden of both communicable and non-
communicable diseases

Nursing and medical curricula lack to train staff

Palliative care services are not well established

Hospice care model not well established

Enormous burden of care among families
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Palliative Care and Hospice 

in Pakistan



Baitul-Sukoon Cancer Hospital and 
Hospice

45 bed hospital 

Nurse-Patient ratio 1:20

38% of the patients require hospice 
support

Average length of stay 2 – 4 weeks 

Most of the physical care is provided by 
families

Study Setting



Family caregivers (n=18)
Healthcare Professionals (n=5)

Inclusion Criteria

 Immediate family member, friend, close 
relative caring for the terminally ill patient

Age > 18years 

Both genders

Willing to share experiences

Sample



Interpretive Description Approach

26 Interviews from Family Caregivers 

5 Interviews from Healthcare Providers

Study Design



• Demographic Information

• Context of Caregiving

• Experiences of Spirituality among FCGs

• FCGs Expectations from Healthcare Providers
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Findings



Participants’ Demographic Variables

• Total Participants=18

• Age: Mean: 34.06, SD: 10.95 

• Gender: Male: 22% Female: 78%

• Marital Status: Single: 28%, Married: 72%

• Religion: Muslims: 83%, Hindus: 11%, Christians: 6%

• Length of Caregiving: Mean: 1.72 years, SD: 1.10

• Type of family: Extended: 72%, Nuclear: 28% 

• Family members living under one roof: Mean: 8.56, SD: 
4.69 
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• Spirituality is ‘apnaiyat’, meaning “a feeling of 
relatedness”, or “belongingness towards family and 
others”.

• Belongingness vs connectedness.

• Family relationships, perseverance, and devotion was 
highly valued.

Family Love, Attachment, and Belongingness 
(Apnaiyat): My family gives me purpose in my life



• “Spirituality is natural, not everyone has it…this feeling grows as you 
live with others, you develop attachment or belongingness.”

• “It is my family that gives me spiritual serenity and spiritual 
certitude.”

• “If the sun does not rise a day, how would it be? If my father is not 
there, it would be like the sun not rising.  It’s his presence that gives 
me a lot of strength…. I have a kind of connection and closeness with 
him. So much so that if he moves his eyes (to ask for something), I get 
to know what he wants. “



• Serving parents and elderly was considered as a blessed 
and meaningful task.

• Deep sense of closeness and engagement among family 
members.

• Values of Filial piety and Dharma was evident. 

Honoring Family Values and Dignity: “I don’t 
want to bring any shame or dishonor to my 

family”



• “Without an elder in the family, the house feels empty. 
(Ghar katne ko dorta hai). She is the enlightenment of our 
house (Ghar kee ronak hai). She is our elder and I believe 
elderly people brings happiness and cheerfulness in the 
house. Nowadays, when she is not there I don’t feel like 
going downstairs in the hallways and sitting there.”

• “Yes it is not (ehsaan) favor to my parents. This gives me 
happiness. I am lucky that I am getting opportunity to serve 
him in this condition. …it is a huge sin to ignore parents 
care. I say if parents are there in anyone’s life there is 
meaning in it. Otherwise there is not life without them.”



• Compassionate and altruistic values provided a strong 
sense of self worth and positive spiritual outlook.

• “Serving is life…without it life seems meaningless and 
incomplete. I feel addicted to serving others. …. 
Serving others keep me composed, peaceful, and calm.”

• “Don’t I have work, family, and friends? I have my own 
desires too. But I have learned, I have practiced, and I 
have lived with it. I like to serve,…This is my life… I am 
born to do this work.”

Acts of Compassion and Selfless Service: “I find 
peace and eternal satisfaction in serving family and 

others”



• “Caregiving or serving others is like a virus in me. I enjoy 
serving and caring for others…. I was ten years old when I 
started looking after others especially those who are sick or 
admitted in the hospital. If I found someone sick or in need 
of care, I get worried more than his/her own family. …. If I 
care for others, I remain calm and stable, otherwise I get 
frustrated.”
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• Strong faith in God and spiritual practices provided 
strength.

• Rituals and Practices gave spiritual strength 

• Spiritual Distress

• “I feel so much pain, so much anger. Oh God! Show us 
any path of cure, open any door of healing, and get us [a] 
cure from somewhere. Save my husband’s life.”

Seeking God’s Kindness and Grace: 
“Everything lies in God’s Hands”



• Suffering acted as a spiritual call for FCGs. 

• Spiritual reciprocity--a driving force

• Spiritual growth and Transformation

Rise Above or Self Transcendence: 
“I see myself a better person”

“I have taken out the word failure from my dictionary. I have 

developed so much confidence in myself that now I can 

stand up in front of the president or any famous personality 

and I don’t hesitate. 



• “Hardships (Majboori) takes a person to a place where one 
would never imagine going.”

• “I have taken out the word failure from my dictionary. I have 
developed so much confidence in myself that now I can 
stand up in front of the president or any famous personality 
and I don’t hesitate. 

• “I wish to build my own hospital…a hospital where no one 
says that I am poor and cannot afford treatment. It’s my wish 
that those who are poor should get all the treatments that 
they need. I would look after them, talk to them and share 
their sadness and grief. Hopefully, Allah would do well.”



• “If the staff is nice then both patients and caregivers are 
satisfied. They need attention and it cures them. 
Otherwise, everything seems like failing (sab khatam).

• “At-least they (doctors and nurses) can satisfy us. At-
least they can give us some hopes for her. They should 
explain us properly about her care interventions. They 
should at-least listen to us. They can tell us their 
opinions but at the same time, they should listen to us 
also. They should communicate to us properly. When 
they listen to us properly, it gives us a sense of 
satisfaction and hope.”

We need presence and a listening ear



• Spirituality beyond Meaning and Connectedness

• Relational Engagement-EOL as an opportunity to deepen 
relationship

• Spirituality is guided by personal, cultural, and religious 
values and beliefs

• Self Actualization vs Self Transcendence
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What this study informs…. 



• Emphasis of spirituality, holistic, family centered, and 
culturally sensitive care in hospice setting

• Provision of Healing Environment

• Listening and Caring Attitude

• Staff training and education & curriculum modifications

Study Implications 



• Longitudinal studies  at various intervals of illness 
trajectory to identify similarities and differences in 
spiritual experiences. 

• Studies in different setting such as acute, home, and 
community. 

• Studies to establish associations between 
experiences of spirituality and spiritual wellbeing.



• Spirituality is major resource for coping and strength 
among family caregiver participants.  

• The spiritual experiences enabled participants to 
rediscover, deepen or reshape their own attitudes and 
behaviors, and gave them courage, inner peace, and 
satisfaction, consequently empowering them to self-
transcend and rise above. 

Conclusion






