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Lecture 06: Community Participation in PC 

 

 Hello friends, Namaste. So now we come to community participation. Basically 

community based palliative care.  

(Refer Slide Time: 00:28) 

 

This is the only stream of medicine, that is a palliative medicine, palliative care, where 

without the support of community we cannot have good results. This is the only stream of 

medicine where we do require lots of community support. Let me tell you firstly, of 

course, certain things have been already told to you by Dr.Geeta Joshi in our first lecture, 

what is palliative care. But again, just to remind you, what is the continuum of care?  

Initially, this is the diagnosis. Before that, you are in a healthy state. You don't have to go 

to any doctor at all. 

 You are fine, perfectly okay. But what is required in this healthy state is preventive 

actions. You have to keep taking preventive actions so that you don't fall sick. Most of us 



have already seen what happened during COVID time in 2019. How many precautions 

we had taken. 

 But lots of people lost their lives, you know. Prevention is better than cure. Then if 

something happens and you fall sick, some diagnosis is there, you have fallen sick. Then 

illness starts, sickness starts. Now when you are sick, what is your most important 

purpose is to take curative actions, doctor. 

 Doctor will try his level best to cure you, will give you lots of medicine, these that lots of 

advice and if it happens you get cured, you again go back to the healthy state. If it does 

not, if your sickness does not go away, then there is a prolonged sickness and you require 

a prolonged care. prolonged care for years together and that is where symptom 

management will start. We will keep on taking medicines. If that sickness is not curable, 

then the palliative care will start. 

 Life is about to get close, end of life treatments you are about to die so this is how from 

purity you go to end of life treatment. Then of course, one dies, one has to die and the 

bereavement and other things before death you might go to hospice also. So this is all 

about palliative care. Palliative care comes into effect the moment diagnosis has taken 

place, it remains with you till death and even after death it remains with the family.  

(Refer Slide Time: 03:42) 

 

Now, in palliative care we talk about total pain, physical, social, psychological, spiritual 

many other things you know and we try and address all these pains because we believe in 

holistic medicine This is the image of Dr. Cicely Saunders. She was the founder, exactly 

not founder, but she's the one who started this movement of palliative care. And that is 

how, after one century, it became one of the important medical streams.  



(Refer Slide Time: 04:15) 

 

There are lots of definitions of palliative care, but to me, what is palliative care in simple 

terms? Low tech, but high touch. We do not make use of important gadgets, but we look 

after the person, look after the patient, high touch. 

 Our aim is, we don't want to extend days into life, but we want to increase life into the 

days. Whatever days a patient is going to live, we want to make that time memorable for 

him, that quality of life. We always tell the patient, you may not be cured, but you will 

die  healed your psychological tension, worries will try and address them. You will die a 

happy man, happy man in fact that should be the intention of everyone one must die 

happily and you will die with dignity. So this is all what we want in palliative care. 
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 Palliative care when it starts, this is the first, it can be hospital based inpatient or 

outpatient. It can be home based and that is where the community participation comes 

into effect and then it can be in the hospice also.  
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Five parts will take. Firstly, we'll take about community-based palliative care, in part two 

role of volunteers, home care, caregivers, and finally, the neighborhood network, which 

is generally operational in Kerala. In almost all the districts, the community, they take 

charge of the palliative care patients. 
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 What is community-based palliative care? Here, the volunteer collects money, one rupee 

donation,  That is how the donation comes in from the community for the palliative care 

activities.  

(Refer Slide Time: 06:12) 

 

What is community-based palliative care? Palliative care services which are run with 

community participation. That is called community-based palliative care. Of course, 

doctors and paramilitary staff and all, everybody is there. But community participation is 

there. People, neighbours, families, volunteers, they take full part in all these activities.  



(Refer Slide Time: 06:39) 

 

Firstly, let's see what is a community? A group of interacting organism, sharing an 

environment and common characteristics. That is called community. They have got 

common characteristics. They have got common intent, belief, resources, preferences, 

need, risk, etc. 

 

 Because they are staying generally in the same location. So their habits, their behavior, 

that is all known to everybody. They've got common identity. And therefore, the 

community people, it's a cohesive group. 
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 It acts together. The involvement of people to solve their own problems, very broad 

concept, simple feedback, need assessment, planning, implementation, every member of 

community cannot contribute equally. So these are some of the points you have to look 

into. When you think about community participation, every member may not contribute, 

you know, you have to just see, depends what sort of contribution can come and you have 

to accept it gladly.  

(Refer Slide Time: 07:47) 

 



People who can pay at least two hours per week to care for the sick in their locality are 

enrolled to undergo volunteers training program. You have to spare some time, you have 

to devote some time, minimum two hours per week. 

 So, in those two hours you go to a particular patient and look after the patient the way it 

is to be looked after. You may need some volunteers training program where you will be 

taught something about palliative care. Then thereafter these volunteers, they are 

encouraged to make a group of volunteers, 10-15 people together. And then thereafter 

they are being given a responsibility of a particular area, let us say in India we have got 

group of villages, then a then a district. So, all these groups are being given some 

geographical locations this is what you have to look after. 

 

 Once this is done after proper training and proper properly organizing group work they 

start making regular home visits.  

(Refer Slide Time: 08:50) 

 

Why do we need community approach? Why? Why are we going to community? I mean, 

why can't you depend upon normal government hospitals and private hospitals? Because 

certain time a patient requires continuous care, particularly end-of-life care, you know, 

you can't put the patient in a hospital also, maybe because of economical reasons or 

maybe  the hospital is not nearby. Maybe the patient doesn't want to get admitted in the 

hospital. There can be many reasons. But it is certain that during end of life a patient 

requires a continuous care and 24 by 7 attention is required. 

 

 It works out very costly and therefore community can look after their own patients. They 

can give enough attention till the patient expires. They need regular social, psychological 



and spiritual support. Community support is readily available because after all when we 

talk about community, what is community? Just this neighborhood, your relations and 

they are generally staying nearby only, maybe few kilometers away. They can take the 

scooters or motorcycle and immediately they can rush to you know. 

 

 So community approach, it provides enough safety need because you are with your own 

people, the same social group is there. And the important thing, last point is, if a patient is 

being looked after at home by the community, naturally the health care resources can be 

spared for other acute cases. Therefore, we need community approach. Better outcomes, 

because of lot of moral support. At least to me, if somebody ask where, if you fall sick, I 

don't want to fall sick, but at all if I fall sick, where will I like to stay? Then I'll say I like 

to stay with my community. 

 

 I like to stay at home, not in the hospital. I like, I'll not like to die in the hospital. I like to 

die at my home. That is a situation.  

(Refer Slide Time: 11:04) 

 

What is community-based palliative care? What are the components? We have got 

medical component, most important. 

 

 We have got a nursing component. We require nurses, trained nurses. We require trained 

community volunteers. They have been trained up to certain extent. Some sort of nursing 

role, some sort of psychological support role, certain things have been taught to them, 

trained. And certain community volunteers, they have not been trained. 

 



 They participate, they have been sensitized. Yes, this is how it is to be given. So, all 

these components when come together, it becomes community-based palliative care.  
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Benefits to the patient, total care, affordable care, easy accessibility. Affordable means 

not much of expenditure. 

 The total care, it involves total care. We spoke about total pain. Here it is a total care 

each issue of pain has been addressed to benefits to the patient as well as family to the 

community also. Social, capital improving skills process of empowerment and they 

become community becomes more confident. When you look after your own patients you 

become more confident.  
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Where do you get expenses from? So, basically it is the donation coming from the 

people. 

 

 You have to make certain efforts. Like one rupee per day, this was started in Nilambur, 

one of the city in Kerala and it was a great success. So, small scale donations, various 

volunteers will go, people will donate and that is how the expenses are being made.  

(Refer Slide Time: 12:47) 

 

Role of volunteers. Without volunteers, we cannot become successful in community-

based palliative care.  



(Refer Slide Time: 12:55) 

 

What is the role of volunteer? It provides an opportunity to the patient and the family to 

talk over issues that may be troubling them. 

 Volunteer is generally coming from where? From the same location. They speak the 

same language. They are on the same wavelength, same frequency. So the patient and the 

family can speak to them very freely. What is troubling them? Volunteer can offer 

practical advice, support, can get medical equipment, mobilize the local community if 

some additional requirements are there, then they can go to other leaders of the 

community. 

 

 Can fetch those equipments, other things. And if the patient dies, then offers 

bereavement counselling to the leftover people, members of the family. So these are 

basically the role of volunteers.  
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Though volunteers, they are not counsellors, but certain duties they have to be trained in. 

Like they should listen compassionately. Compassion, sympathy, empathy they must 

have that sense or purpose of empathy you know active listening once you listen to the 

patient or the members of the family whatever they want to share half of the trouble will 

be over half of the trouble because they wanted to talk it out psychologically because this 

is my problem you know it's troubling me It's our normal experience also that whenever 

something happens and when we talk it out, we feel relieved. 

 

 That tension is gone, you know. So active listening by volunteers, it does help a lot to the 

patient as well as family members. They can perform practical tasks for the patient. A 

patient is maybe bedridden, at least volunteer can go here or there, run around, do the 

things for the patient.  
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They can provide emotional support, basic nursing training if the volunteer has taken 

proper basic nursing training that some of the things what a nurse can do can be done by 

the volunteer also. Follow up of professional home care, linking up with the professional 

team. 

 

 When it is required they can just call a doctor who is responsible for that particular place, 

because this is happening you know the situation is worsening. And then doctor will 

come and they can provide spiritual support.  

(Refer Slide Time: 15:34) 

 



Organizational administrative services, they can do regular awareness program, training 

the family members to look after the patient. This is very important. A volunteer, if 

trained properly, can train the family members also that how to train their sick member, 

you know. 

 So, because volunteers may not be able to stay 24 by 7, so some of the family members 

can take over the responsibility. You can train volunteers in the community, 

administrative management and fundraising. You can go around the society, you can 

collect small, small donations from the people.  

(Refer Slide Time: 16:17) 

 

Third part, home care.  
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What is home care? That is when a patient is there in hospital, it is called hospital care. 

 

 When treatment is being done at home, the family is looking after, so that whole thing is 

called home care. It is an option, health home care is an option allowing older adults the 

choice to age at home. They do not want to go to the hospital, they say okay fine I will 

remain at the home only, do my medication here, call the doctor here in the home. Let 

him check let him prescribe medicines and then you look after it has got three most 

important home care has got three most important benefits. Safety is there, why safety 

because he is with the family only earlier I said 10 minutes back that i like to die at my 

home i don't want to die in a hospital. 

 

 Because I feel very, very safe, secured in my home with my children, with my family 

members. Comfort, the comfort what you can get in your home, you cannot get 

anywhere. Nobody wants to live in a hotel or a palace forever. You may enjoy for a 

couple of days, few days, but then again, finally after a week or two weeks, you come 

back to your own home. It may be a jhopadee (Hindi word meaning hut) also, may be a 

hut, but you come back to your home. 

 

 You may go to a foreign country. Lots of people go to a foreign country just for visiting, 

for touring and other things. How many days? One week, two weeks, even a month. But 

then finally you come back to home. That is where you get comfort. 

 

 That additional feeling that yes, this is my home. And thirdly, independence because 



human beings, they want to remain independent. They don't like dependence on anybody 

else. You can do anything in your home, but outside you can't do it, you know. So, these 

three factors make home care very, very attractive for people like me, for the sick people, 

for the old people. 

 

 Safety, comfort and independence. At home you get meaningful companionship. Home 

care is the oldest form of health care. This you must understand. In India, basically we 

are looking after our own parents. 

 

 We call them grandfather, grandmother, dada, dadi. We don't push them away. Go out. 

 

 No. That is not our teaching. That's not our tradition. Whatever it is, how much sick they 

may be, but we like to put them in our home. Our grandparents and any other sick person, 

we put them at home and look them after. It's the oldest form of health care. Hospitals, 

they were not available everywhere. 

 

 Now also hospitals are not available everywhere. Most of the treatment is being done at 

home.  

(Refer Slide Time: 19:32) 

 

The objective of home care is what? The aim is to address total pain. Total pain is 

psychological, physical, mental, spiritual. Whatever problems are there, you have with all 

these aspects of your body system. 



 All these aspects are being addressed at home.  

(Refer Slide Time: 19:56) 

 

Home care, very beneficial for bedridden patient. End of life palliative care patients are 

mostly bedridden. You can't get up. You cannot get up, you cannot go out on your own, 

you can't go to the OPD, outpatient department of hospital. So, what will you do? You 

will remain at your home, will be bedridden. 

 And therefore, since most of our patients prefer to be cared at home, the need for home 

care is there.  

(Refer Slide Time: 20:24) 

 



Quality of life is good because you are being treated at home.  

(Refer Slide Time: 20:32) 

 

Professional support services, yes, you can get professional support services also. In 

home care services, you can help someone who is aging and need assistance to live 

independently, managing chronic health issues. We have got professional caregivers, 

nurses, such as nurses, aides and therapists, they can come to  your home and can look 

after the ailing patients. 

 So professional support is also available in the home care in addition to what caregivers 

have been providing.  
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How is care provided? You will wonder how can a person be given proper health care? 

Listen now, in home care what you get is a personal care. And what you get is the 

companionship. And no doctor will prescribe such a thing that you need a personal care. 

 

 But both these things are being available. They are available because of home care. Your 

family members, they give you proper company and they look after you. They take your 

personal care. If somebody is not there, you can hire a professional caregiver. 

 

 And he can work for you 24 by 7. That is also available nowadays in various cities.  
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Types of home care. Two types are there. 

 Home care by caregivers. Now, caregivers can be anybody. In our society, particularly, 

who gives the care? Elderly people, grandparents or anybody who is sick in the family. 

The members of the family, you know. So members of the family, they become 

caregivers. If some members are not available because of various reasons, then we can 

hire a caregiver. 

 

 Now caregivers training. There are some people who have already taken caregivers 

training and they are available. They are available 24 by 7. So home care by caregivers 

and home care by medical services. Nowadays also that has been tied up by lots of 

hospitals that they, doctors, nurses, they come to you and they see the people who are 

staying at home. 

 

 Home care services, the hospice, there are so many hospice. Dr. Geetha Ben's lecture 

you must have seen, she is running a hospice in Ahmedabad. They have got home care 

service. So whenever a patient requires a professional visit, she sends the vehicle with her 

doctor or nurse or anything as per the requirement. Home care by medical services. 
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 Now we come to an important issue called caregivers. Who is your caregiver? This I 

want you to understand. My dear friends, I want you to understand the whole course as 

such and particularly the first week. Where do you stand in palliative care? You do not 

have to be a doctor, you do not have to be a nurse at all. But still if you understand what 

we are going to discuss in the first week, you will see that at least you can become a 

caregiver. 

 

 And lots of things can happen then at your place. If somebody falls sick, you become a 

caregiver. It's not a label that if you know how to look after how to treat a family member 

when someone falls sick that is called caregiver. So, understand this part part four is very 

very important for everyone who is attending this certificate course. 
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How the caregiving starts it starts from our childhood from childhood itself. Our mothers, 

our fathers and so many relatives, brothers, sisters, they have been taking our care. 

 

 We know that we have been brought up by these people only. And whenever we are 

sick, they have been taking our care. So we know giving care is very, very important in a 

family. When you become young, grown up, and when your parents, they start aging, you 

know that they are aged, they have grown old, and you are supposed to take their care. 

And slowly, when you start taking the care of your ailing parents or ailing members of 

the family, it just becomes your routine. 

 

 Because caregiving is a matter of routine. It is not that, you know, you want to care 

today, you want to give food today, you want to give medication today and tomorrow 

will not give. No, it is a regular process. And then slowly and slowly when you start 

looking after your elders, whenever they fall sick for a length of time, then you become a 

really caregiver. Firstly, in your heart, you just say, it is my duty to look after them. It is 

your duty to look after your ailing parents, your brother or sister, whoever is there. 

 

 And then you become a caregiver. If you are interested, then you can learn something 

about caregiver. You can do a caregiver's course also. You can learn. 

 

 There is no course or training is required. There is no formal training is required. To 

become a good caregiver, something should be there in your heart that, yes, I want to 

look after the ailing people and particularly my own family members. That's the most 

important thing and then find out some time to do it.  
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How it starts? Firstly, you don't, you don't have time, but when like this particular girl, 

she used to say I don't have time this or that, but then when she started looking after her 

grandfather, she adjusted the whole timing and it became no, no, no, no. 

 

 Till the time you are alive, I will just look after you. It starts and it just goes forever.  

(Refer Slide Time: 26:50) 

 



Who is caregiver? I told you already, everybody is a caregiver. A caregiver, carer or 

support worker, paid unpaid member of a person social network who helps them with 

activities of daily life. If you are hired somebody you are paying to him, but if you are 

giving services to your own family members you are not being paid no nothing is 

required we are called informal caregivers.  

(Refer Slide Time: 27:22) 

 

Why caregiver needed loss of health? Loss of memory, you can't remember, so initially 

somebody will be there, you don't know which room is there, where is your t-shirt, where 

is your pant, I mean so many things you don't understand, don't remember. 

 

 So if caregiver is there, he or she can assist you. She can assist during the time of 

anxiety, depression, grief. So this is where she becomes a support 24 by 7.  
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What are the important principles, basic principles? Caregiver should be a good 

communicator, so that can speak, interact with the patients properly. Respect for the 

dignity of the elders or of the patient. At the same time, the caregiver has to remain in 

contact with the primary health care provider, the doctor also, because the caregiver can't 

look after medically. 

 

 Normal duties a caregiver can perform. But something real serious has happened, then 

she or he has to perform. He has to inform the health care provider. She can organize 

person's agenda, everything. When you are working as a caregiver, paid or unpaid, you 

have to organize everything for the patient. 
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 Qualities of a caregiver, Empathy.  Without empathy, you cannot become a caregiver. 

Communication, positive outlook, you have to always think that yes, this patient who is 

in my charge will survive, will not die. I will do everything possible to help him come out 

of this sickness. Flexible, have a lot of patience, the resourceful. Caregivers are strong 

also because if you are weak, then you can't look after a patient and compassionate.  

(Refer Slide Time: 29:18) 

 



I given this I wherever i go i always say who is the best gear giver in the world the 

mother the way mother brings up her children from zero age to 10, 11 years of age you 

know nobody else can do this task in the world. 

(Refer Slide Time: 29:39) 

 
 

Last part neighborhood network. Neighborhood, the word itself tells you the neighbors, 

they get together, they create a network and look after their own patients in the area.  
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It's an attempt to develop sustainable community-led, community looking after, offering 

comprehensive long-term care and palliative care to the needy in developing world. 

Palliative care mostly it is a long term care because sometimes you know certain diseases 

like cancer is there or other things are there. A patient is going to survive for 3 years, 4 

years, 5 years, long term care. 

 

 So that is where if the care is being assisted by neighborhood. Network the people 

coming together and it becomes an affordable service program. NNPC that is 

neighborhood network palliative care aims at empowering local communities to look 

after chronically ill and dying patients. Who will be requiring long-term care, chronically 

ill, and the patients who are about to die, you know, end-of-life care. 

 

 So, these people can be looked after by the communities.  

(Refer Slide Time: 30:53) 

 

Communities, they provide total care.  
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Issues associated with chronic incurable diseases, illnesses are basically social problems 

with the medical component. So, neighborhood network provides social component and 

medical people, they provide medical component. This can be handled by society.  
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Kerala that is where the experiment started, it became successful and almost in every 

district of the Kerala there are so many neighborhood network, political centers have 

come up. 



 I have visited many of them in the district of Thrissur, they are working successfully. 

This particular project was initiated in 2001, now almost 25 years have started.  
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And it become world famous people come over there they see they made lots of research 

papers also and now it is known as kerala model of neighborhood network it just became 

a patent word kerala model community coming together and looking after their own 

patient this is the community center Vasana which is there in Ahmedabad it provides 

home care services also. 
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 Dr. Geeta Joshi, she is the chief executive officer over there. She took the lectures here. 

She will be taking lots of lectures along with me in this particular course.  

(Refer Slide Time: 32:23) 

 

So, I was telling you about home care services. The doctor, the nurses, whenever 

required, they visit the home of patients there in the city of Vadodara and they provide 

proper palliative care services. 



 Thank you. Once again, I am telling you. You must continue with this program and learn 

something more about it. You be a good caregiver. If you become a caregiver, you are 

looking after others and if you learn all sort of complementary therapies, then you can 

look after yourself also. Thank you. Thanks. 


