
Need for Home Based Palliative Care
& Role of Volunteers

Mami Parija

Amrit Dhara Palliative Care
IAPC’s Certificate Course In Palliative Care For Volunteers 

ADPCT 08.Jan.2023



 What is home based palliative care?

 Why this home based palliative care? 

 Who needs this care? 

 When to initiate home care?

 Why integrate with hospital or hospice?

 Volunteers as part of the TEAM

 Role of Volunteers 

IAPC’s Certificate Course In Palliative Care For Volunteers 
ADPCT 08.Jan.2023



What is home-based palliative care?

Matching CARE to changing needs for a person 
with an incurable illness, at his/her home .

• Care provided at home to support the family 

• Care provided at home to improve quality of 
life and death 

• Trying to meet the palliative care needs .

• Empowering the family to take care of the 
person till the end. 

• Aim is to facilitate a good and peaceful death 
at home and help the family to cope
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Why home-based Palliative care?

Home based palliative care is considered the backbone of palliative care services. 

1. Patients are cared for in their own home environment and are much more comfortable than in a hospital, which 
is alien to them and is usually associated with fear and anxiety.

2. The expenses incurred by the patient and his/her family are very less when home-based palliative care is 
provided to them than when they receive care from a hospital-based care setting.

3. The difficulties experienced by the patient and his/ her family during transportation to hospitals is completely 
avoided when care is provided at patients’ own home.

4. Visit by a care provider to the patient’s home provides an opportunity to assess a complete picture of the 
patient and the family, which is crucial to plan the care. 

5. There is only minimal disturbance/disruption to family dynamics when the patient is cared for at home than in 
the hospital.

6. There is a possible financial gain to the family as expenditure in terms of transportation charges, In-patient 
charges are avoided when the patient is cared for at home.

7. The involvement and empowering the family in patient care is better when the care is provided at home. 

.
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Why Home based Palliative care?

8. Networking of neighbours and their involvement in patient care can be 
effectively achieved through home-based palliative care.

9. The quality of death and dying experience is very often better when a patient 
receives home-based palliative care. 

10. Home-based palliative care is less expensive and less demanding on health-
care infrastructure than hospital-based care setting

11. A home-based approach provides advice and support to family members to 
help them as caregivers, and the home-care team is able to facilitate referral to 
additional services.

12. On the one hand, home-based care helps the patient and family maintain 
privacy and confidentiality, but on the other hand it helps to increase community 
awareness of palliative care.

13. Local resources and support networks can be mobilized and training can be 
provided by community health workers to others in the local area. 

14.Bereavment care is better facilitated.

15.Effective home care should be a component of integrated palliative care 
program.
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To whom is home-based palliative care provided?

1.Long-term illnesses in both adults and children 

2. Terminal illnesses

3. Old age-related illnesses and debilities

4. Economically challenged patients who cannot 
access conventional medical care 

5. Patients who are terminally ill and bedridden 
who cannot be brought to the hospital 
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When to initiate Palliative Home Care

• When they become home 
bound, or bed bound 

• When the person is 
approaching the end-of-life 

• Start soon if referred late and 
entering the actively dying 
phase
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Why multidisciplinary & multipronged approach?

• Culturally acceptable 

• Very cost effective 

• Facilitates good, rapid and effective communication 

• Co-ordination of services easily done. 

• Facilitates quick achievement of Pt goals 

• Difficult ground realities tackled easily 

• Facilitates discussion to understand the person & the Family 

• Burn out is perhaps less as quick ventilation of feelings possible
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Who are the members of the Homecare team?

• The members of the homecare team can vary from place to place 
based on the availability and need for the professional caregivers and 
community caregivers. 

• The homecare team can be a combination of any of the following 
members. Doctors, Staff Nurses, Community/Auxiliary Nurses, 
Palliative care assistants, Physiotherapist, Psychologist, Social worker, 
Community volunteer, Chaplain/Spiritual healer and Trainees. 

• Home-based palliative care is mostly provided by the nurses (NHC-
Nurses Home care), but as per the availability and requirement, other 
care professionals and non-professionals are also involved in 
providing home-based palliative care.
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Requirement for a home based palliative care

Reference-
Manual on Planning and Implementing palliative care services-a guide for program managers.
World Health Organization(WHO)
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Training requirements for PC Providers
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Steps for establishing a home based palliative care service
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How to prepare for home care visits?

The homecare visit made by the home care team is of three types. 
Preparation for the home care visit is different for each type.

• 1. The first visit of a newly registered patient

• 2. Follow-up visit of an already registered patient a. Including 
Bereavement care visit 

• 3. Emergency visit of an already registered patient
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General guidelines to be followed during a homecare visit

• Always seek patients’/family’s consent before making a homecare visit 

• Introduce all the members of the homecare team to the patient and the family caregivers

• Members of the homecare team should dress appropriately, in line with local cultural values 

• Seek consent of the patient/family before performing any interventions during homecare visit. 
This includes explaining the benefits of the procedure and risks associated with the procedure and 
giving time for the patient and the family to make an informed decision.

• Taking photographs/videos should be done only after taking permission from the patient/family. 

• Conversation between the team members that excludes the patient and the family should be 
avoided. 

• Ensure that the home care vehicle is locked and the medications are secure during the home 
visits. 

• When homecare visits for the days is complete, the medications and other equipment should be 
returned to the area allotted in the PC office. They should not be kept in the homecare vehicle.
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Possible limitations of homecare

1. The selection of patients for care under home-care services is very 
important as all patients and conditions may not be suited for home-care. 

2. Running a homecare service of good quality requires the support of 
Outpatient and In-patient services in the nearby vicinity. 

3. There may be an additional burden to the primary caregiver when the 
patient is cared for at home and may lead to burn-out. 

4. Access to homecare at odd hours is a limitation if there no emergency 
homecare system

5. Some medical procedures that involve significant risk and continuous 
monitoring cannot be done at home.
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Who are the patients who should receive higher priority for regular homecare visits?

• Accessibility: Homecare priority is given to patients with limited accessibility. The 
limited accessibility could be due to physical constraints, financial constraints and 
geographic constraints.

• Unsettled problems: Patients with poor symptom control and End of life 
symptoms will require frequent homecare visits. 

• Patients who require procedures (like catheter change) 
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Identifying patients in need of palliative care in the community (Screening Tool)

Tool is developed based on the status of various patients enrolled for palliative care in Kerala. It is a non-
disease specific tool and can be used by doctors, nurses and community volunteers. 

The score ranges from 0 to 24. The tool contains 8 components. The total score is the sum of the scores of all 8 
components. Any patient with a score above 10 should be clinically evaluated for palliative care. This tool is 
now being used by palliative care teams in Bangladesh and Kerala. Components included 

1.Mobility Level 

2.Activity Level 

3. Ability to self-care

4.  Eating and Drinking 

5. Consciousness

6.  Pain 

7. Other symptoms

8.  Anxious/ Depressed/ Worried
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Essential palliative medicines
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Essential Equipments for Home Care
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Patient and 
Family

Healthcare Workers

• Improves Quality of Life
• Spreading Awareness
• Community Participation
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VOLUNTEERS IN PALLIATIVE CARE
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Community participation

Regular continuous 
emotional support for the 
patients and the family.

Data collection/needs 
assessment

Social support to the 
patient

Wound care ,bed sore 
prevention, mobility

Organisation and 
administration of palliative  
care services including fund 
raising
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Role of a volunteer

• Be a good listener 

• Get to know the person & family 
• Be a good observer 

• Assess if person is being neglected and report to team. 

• Keep in touch with the palliative care team 

• Check if family is following instructions given by the team 

• Encourage frank communication within family 

• Ascertain wishes of the person and help family to meet them 
• Facilitate completion of unfinished business 

• Be a calming presence when situation is stressful. 

• Become a friend of the person and family

IAPC’s Certificate Course In Palliative Care For Volunteers 
ADPCT 08.Jan.2023



Identify 
Patients

Access & 
Document

Mobilize 
Support

Emotional 
Support Address 

Issues

Refer to 
psychologist Explore 

Spiritual 
issues

Offer 
Bereavement 

Support

Role of Community Volunteer



“You matter because you are you , and you matter to the end of your 
life .We will do all we can not only to help you die peacefully ,but 
also to live until you die.”

Dame Cicely Saunders
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Thank you


