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THE ROLE OF THE LEADER OF THE DYING AT HOME PROGRAM 
 

Your role as a D@H Leader is to be a compassionate, knowledgeable caring 
friend seeking to: 
 

• Empower others TO DO the caring for a dying person and for one 
another.  

• Visit the Caregiver and the dying person as soon as possible after 
being INVITED to do so. 

• Encourage the Caregiver to understand that they cannot care for a 
dying person alone and they need ORGANISED support from their 
community to ease the burden of caring. 

• Encourage the Caregiver to accept the help of their community and to 
understand that community is strengthened when they are helping one 
another. 

• Give understanding and guidance in the needs of the dying person. 
• Give understanding and guidance in basic, essential non-medical pain 

relief. 
• Comfort the Grieving. 

 
THE GATHERING AND THE ROLE OF THE D@H LEADER 

 
The role of the D@H leader with the Gathering is: 
      

• to assist the Caregiver with making a list of help that is needed. 
• to assist, if needed, with inviting family and friends to the Gathering. 
• to assist, if needed, at the Gathering. 
• to assist, if needed, in watching over community helpers to ensure that 

help is happening and all is working well. 
• to communicate with the Caregiver and the community helpers to find 

solutions and alternatives if the help is not happening and the roster is 
not working. 

• to enquire about the wellbeing of the Caregiver, and if the goodwill 
offered by their community is working and easing the burden of 
caring. 

• to enquire about the wellbeing of the community helpers and to show 
appreciation for their vital support. 

 
   What you give this family by arranging this Gathering is the opportunity to 
experience the best of a traditional culture of care for one another.  It becomes 
a very positive thing and death even in these extremely heart wrenching 
circumstances becomes more acceptable.  
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SOME FAMILY CAREGIVERS FIND IT HARD TO ACCEPT HELP  
 

Some REASONS given for not accepting help are: 
 

- do not want to trouble people. 
-    feel uncomfortable with others helping. 
-    feel others don’t do the jobs as well as they do.  
-    feel it is easier to give than receive. 
-    feel it is a sign of not coping. 
-    feel they lose their independence, privacy or peace. 
-    feel they lose their control of their situation. 
-    feel it is their sense of duty to care for their dying loved one. 
-    dying person not wanting another person to help.  
-    dying person not wanting others  to know how sick they are and  
how much help they need. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



4 
 

HOW  TO  DO  YOUR   FIRST  VISIT 
 

 
 
Your first visit is your opportunity to BE WITH a family in their time of 
need.  They may be feeling alone and afraid of the unknown as their loved 
one becomes sicker with an illness such as AIDS, Cancer, TB or other 
illnesses that lead to death.     
 
 
 
                  Be invited or just visit.  Do whatever is culturally acceptable.  
 

• 1.  Let the Family Caregiver know they are not alone. 
     

Remember to always go:  
SLOWLY, GENTLY, RESPECTFULLY, 
CONFIDENTLY, COMPASSIONATELY,  
CHEERFULLY,   HOPEFULLY 
 
                                 and BE RELAXED 

 
• 2.  Establish who is the Family Caregiver.  

 
• 3.  Meet the Family Caregiver and the dying loved one, preferably 

with the family, and sit down together. 
 

This visit is all about being there 



5 
 

 
 
 
 
 
 

• 4.  You are there as a knowledgeable, caring friend seeking to give 
education and support to the Family Caregiver to ease the burden of 
caring and to establish a warm relationship. 

 
• 5.  LISTEN to their needs, listen to their story, wants, hopes, fears, 

worries, strengths. 
 
• 6.  You are not specifically involved in doing the caring of the dying 

loved one. You are there to be WITH the Family Caregiver and the 
family and the ‘person’ who is dying.   

  
•    7.  Talk sensitively with the family and the sick loved one (if able) to find 

out their understanding of what is occurring. 
 

•    8.  Ask if there is help from family and friends because if there is it will 
ease the burden of caring and give comfort to the Family Caregiver and the 
dying loved one. 
 

•    9.  Ask if there is any help available from health, government and non 
government services both physically and financially.   

 
•  10.  Carefully, gently assess the living conditions and how this family is 

managing for food, physical care, water, and financial needs.  
 

•  11.  ASK if there is a child heading the household and if so, ask how they 
are managing for food and water. ASK who or, if anyone, is supporting 
them. 

 
•  12.  ASK about the needs of the children. Children need to maintain their 

normal family routine. Children need to keep in contact with their friends. 
 

•  13.  Ask if family is near or faraway and perhaps do not know what is 
happening.     

 
 
 

Take as much time as you and the Family Caregiver need.   
It must be unhurried.  Talk and share about general things.  
Get the family talking.   
ASK QUESTIONS. 
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•  14.  Help with spiritual needs. 

Enquire about the family’s connection with a church or other spiritual 
strengths and traditional culture. 
     

•  15.  If appropriate tell the Caregiver you have booklets that will give them 
valuable knowledge and give the Family Caregiver the Dying At Home 
booklets. The Green Booklet and the Free Medicines Booklet are 
summaries of the Yellow Booklet.   
 

•   16.  Before you leave, arrange with the Caregiver when you will make 
your next visit. 
 

• 17.  After you leave, make a note of any commitments and support you 
have offered.  It is easier to be a D@H Leader and support the 
Caregiver if you are organised.   
 

 
 

WHAT TO DO AT FOLLOW-UP VISITS 
 

• 1.  Visit as often as you can and the family wish. Always enquire about 
the Family Caregiver, the family and the dying loved one at every visit. 
 

   
“How are you doing?” 

ASK about their health, well being, and their day. 
ASK how they are managing, coping and feeling. 

                     
 

•  2.  Caring can be demanding and exhausting. Carers may feel others don’t 
understand. Carer’s may feel they have lost their independence, their 
privacy and time for themselves. REASSURE the Family Caregiver that 
they are appreciated and that they are giving a great gift of love.   

 
    

 
 

•   3.  If the Family Caregiver was not given the Green and Free Medicines 
booklets at the First Visit give these booklets at the follow-up visit if 
appropriate. 

 

LISTEN, COMFORT, LAUGH WITH,  
CRY WITH 
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•   4.  Offer support, advice and the knowledge you have gained from the 
Dying at Home Program and show the Family Caregiver the appropriate 
pages in the Green Booklet and the Free Medicines Booklet when the need 
arises. 

 
•   5.  Discuss and plan the Gathering at the first follow-up visit. Show the 

Family Caregiver the pages explaining The Gathering in the Green 
Booklet if appropriate. 

 
•   6.  RESPECT the Family Caregiver and enable them to make decisions 

for DOING the caring. 
 

•   7.  Learn to focus energy on working ‘with’ the Family Caregiver and the 
family not doing things ‘to’ or ‘for’ them.   

 
•   8.  Answering some questions may be difficult.  It is OK to say I don’t 

know the answer. Keep communications open. Reply with another 
question. 

 
•   9.  ASK the Family Caregiver if the support and goodwill from 

community offered at the Gathering is working well and relieving the 
burden of caring for their dying loved one.    
 

• 10.  Say thank you to the community supporting this family. REASSURE 
them that they are appreciated and their support is helping this family and 
their dying loved one. 

 
• 11.  Gently tell and reassure the Caregiver and their supporting community 

that this time of living is a precious time of life and a special time of 
opportunity. 

 
• 12.  Encourage SELF CARE of the Family Caregiver and family. Tell the 

family Caregiver that their needs are important. Suggest ways they could 
have ‘breaks’ from caring. 

  
• 13.  OBSERVE how sick their loved one is and be guided by the 

information the Family Caregiver offers so that you can offer the 
knowledge you gained from ‘Signs that Death May be Near’ in the Green 
Booklet and the ‘Final Farewell’ in the Blue Booklet.    
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• 14.  On the practical side, at follow-up visits and when you have built a 
relationship of friendship and trust, ASK, and  assist if appropriate and 
needed; 
 

*   Is the family getting help from the government such as child 
allowance and pensions?   

                 *   Is there a Will?    
*  What about the surviving family and the children.  Is there any 
legacy left for them? 
*   Encourage if there is any money that it be put away for the 
surviving family. 

   
• 15.  Maintain communication with, and support for the Family Caregiver, 

the family and the community through the death and afterwards as long as 
they wish. 
 

• 16.   Encourage the Family Caregiver to talk to children if appropriate 
and answer their questions honestly and gently.     

 
• 17.   Involve and play with children. They will feel better and worry less if 

their feelings and questions are answered as best as is possible and 
appropriate. 
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PAIN TALK 
 
PAIN is something we all know.  PAIN is not a ‘thing’; it is our body letting us 
know when something is going wrong.  
 
We can’t see it, feel it, measure it or know what someone else’s pain is like. 
 
That is because PAIN is something that is felt by the whole person (Body, 
Mind, Emotions and Spirit).  So one person’s pain is very different to another 
person’s pain.  When we have a sickness like cancer, which can be painful, it is 
our worries and fears that can make this pain worse.  
 
 (Note that the same happens with other symptoms like nausea, vomiting and 
breathlessness). 
 
MEDICINES for pain often don’t work well if doctors focus only on the body. 
 

PAIN:  HOW OUR BODY KNOWS WE HAVE A PROBLEM. 
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TOTAL PAIN 
 
All pain can be called TOTAL PAIN, BECAUSE IT IS PAIN THAT IS 
EXPERIENCED BY THE WHOLE PERSON.  It is different for each one of us. 

To carefully treat pain of the WHOLE PERSON, we need to help people in 
these ways. 
 
1.  RELAX: 

a. Sitting down, concentrate only on breathing, slowly and deeply. Take time 
and do this often through the day. 
 

b. This can help the person relax their body and their mind. 
 
2.  LISTEN AND TALK about worries, fears, and spiritual questions. 
Have plenty of time to talk about deep things.  Sometimes just sitting with that 
person in their suffering is the best you can do.   Just stay with them because your 
calm presence is all they might need.  We cannot take away someone’s suffering 
but our being with that person, not doing anything, can help them find peace. 
 
3. Use and teach the family Caregiver from the FREE MEDICINES BOOK.  
(for PAIN, follow the diagrams and instructions for relaxation, foot massage and 
other suggestions), Traditional remedies known to your people may be very 
helpful. 
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4. If there are doctors available, their medicines like Morphine may be needed as 
well and will work much better if you have cared for the person who is suffering 
and in pain.  
 
Be very clear and confident that the DYING AT HOME PROGRAM has a very 
deep effect on a dying person. By bringing together the support and educational 
booklets to the family Caregivers and having friends and supporting community 
close, the program provides much comfort in the home and can take away the 
suffering of a dying person and therefore their pain. Then, the precious time 
remaining for the dying person can be filled with living, opportunity for talking 
about their life, being together and having loving care from family, friends and 
their community.  
 
  

THE BAD DISEASE HIV/AIDS 
 
 
The Bad Disease (HIV/AIDS) 
 
H = Human 
I = Immune Deficiency Syndrome 
V = Virus 
And this VIRUS CAUSES HIV/AIDS, the Bad Disease. 
 
AIDS is the disease in the body caused by the Virus (HIV). 
 
 
The History of this Disease 
 
1982 Doctors discovered it in people in the USA 
1983 Discovered the Virus. 
1985 From this year onwards, HIV/AIDS is being found in people from  
          many countries of the world, in Africa, America, Asia, Australia and  
          Europe. 
1988 First described in Myanmar 
1990 Most countries in the world report HIV/AIDS   
 

NOTE. The Virus of AIDS is diagnosed on special blood tests in countries 
where this testing is available. 
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How People Get Sick with this Disease 
 
The Virus gets into the blood and it attacks and kills the good cells in our body 
that protect us from all kinds of diseases. Adults mostly get this infection, but 
children also are at risk from infected mothers. 
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What Happens to the Body when the Virus is in the body? 
 
When HIV gets into the body the infection begins with a fever and a rash. That 
goes away quickly. People are infected but appear quite well and often don’t 
know they have caught the disease for a long time. 
 
Once that fever and rash have gone, there can be a time from many months up to 
2 years before people show the signs of AIDS and get really sick.  
 
If people do not get special treatment for AIDS they will die of the disease. 
They die of AIDS itself, bad infections and rare cancers. Special treatment for 
AIDS, with medicines called Antiretrovirals (only available in some countries), 
can help people live many more years. 
 
How Long do People Live with AIDS and No Treatment 
 
The average (Africa) is 9 months. Sometimes people can live for 2 years. But if 
there are complications such as: 
1. Infections like TB, a common complication of AIDS, other infections etc it can 
be a few months. 
2. If a really bad infection occurs that is only seen in AIDS, death can occur very 
rapidly in a few weeks. 
3. Children who develop a rare chest infection can die within days. 
 
People Get HIV/AIDS in these Ways 
 
1. Contact with infected blood, open wounds and to a lesser extent infected body 
fluids. 
2. Injected Drugs, blood on needles/syringes if shared. 
3. Sexually transmitted from a person with the infection. 
4. Infected mother to unborn child and to babies at birth. 
 
     NOTE: Once the Virus is outside the person’s body it dies very quickly  
                 and can do no further harm. 
 
People Do Not get HIV/AIDS If they; 
 
1. Live very close to that person, hugging, kiss on the cheek or forehead, hold 
hands. 
2. Share washing water, toilets, towels, eating and drinking utensils, work tools, 
church communion cups. 
3. Children playing together, there is no risk. 
4. Coughs and sneezes. 
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5. From mosquito bites.  
 
 
Safety Rules at Home. 
 
1. Wash hands well if changing soiled bedding. 
2. Wash soiled towels, bedding etc separately 
3. Do not share sharp things like razors, skin piercing instruments etc. 
4. Keep bedding and clothing clean.  
 
     NOTE: There is NO RISK OF getting HIV/AIDS in the home if these      
                  simple rules are followed. 
 

The Needs of the Person Dying from AIDS. 
 
A person dying from AIDS needs our compassion and support. 
 
No matter how the Bad Disease (HIV/AIDS) comes to that person, they will 
suffer greatly from this disease as it can harm the whole body with the 
sickness itself, causing very bad infections, cancers and weakness in the legs and 
arms. Their body becomes very, very thin, they cannot eat and can have pain. 
 
Remember, that pain comes from body, mind and spirit. This is always true, but 
in AIDS the pain is very much about being alone and often abandoned in some 
cultures. 
 
The Dying at Home Program is focused on care, which is another word for 
love, for that human person in distress.  In compassion we are called to help that 
person die well, in peace and to be with them in their suffering.  We are called to 
rise above what makes this person so sick.  All we need to know is that they are 
dying, and focus on their dying time of life which is a “precious time of life” so 
that they “Die Loving and Being Loved”. This way no matter what sickness a 
person has, they will have a Good Death. 
 
Our experience in Africa showed us, that a good death, with help from the 
program and villagers coming close around that dying person and their family 
Caregiver  (sometimes an 8 year old child as head of household),was a very 
positive thing to inspire others to care in this way. 
 
The Main Carriers are those; injecting drug users, young people working in the 
hotels, restaurants and beauty parlours, sex workers, using unclean syringe users, 
and, in some countries, migrant workers. 
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THE BENEFITS OF HOME 
 
HOME is where a dying person feels: 
 

         - They belong. 
        - Is most comfortable. 
          - Most at ease. 
       - In control.  
        - In familiar surroundings.  

- Help is close all the time from loving, caring family and friends who are 
there because they truly care and want to help. 

          - Care is spontaneous. 
          - They are most able to retain their dignity. 

- Relaxation is the key to controlling and reducing pain. Home with loving, 
caring family and friends is the best place to feel relaxed. 
- Caring family and friends have access all the time to the dying loved one 
and that is the best answer to overcoming loneliness and fear.  
- The Family Caregiver cannot look after their dying loved one without 
help. They cannot do this alone because they will become too tired. Family 
and friends are the best people to help. 
- The experience of caring and sharing this time in a person’s life is 
something profound and strengthens community. Family, friends and 
community get a deeper more authentic relationship. 
- Caregiver, family, friends, community and children learn: 

* Dying is a precious time of living and an opportunity for 
fulfillment and being strengthened. 

                             *Not to be fearful. 
                             *Dying is part of living. 
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THE DYING TIME OF LIFE IS A PRECIOUS TIME OF LIFE 
 

The dying time of life is a precious time of life because it is a time of: 
 
LIVING: At the dying time of life, we are still living so there is still the hope of:  
                -being fulfilled,  
                -being uplifted,  
                -being strengthened,  
                -being WITH loved ones, 
                -learning,  
                -teaching, 
                -giving,  
                -forgiving,  
                -sharing,  
                -talking,  
                -loving self and others, 
                -caring for self and others, 
                -and of being happy. 
 
JOY: You are blessed in caring for a dying one even though smothered in grief. 
Joy wins out. Because you are doing the caring out of love makes it a source of 
joy. They will know your compassion and the comfort of your presence. 
 
CELEBRATING LIFE: The dying time of life is a precious time for 
celebrating our life. It is a time to give thanks for all our achievements, all that 
we have experienced and done, all our blessings, all the joys.  
 
LEGACY:  The dying time of life is a precious time when we can realise what 
we will leave behind;   

- There is the physical and material, the ‘things’ that we have 
accumulated.     

                    - There is the talents and skills that we have and have used wisely.  
-  And there is the legacy of the value of the person and the 
character we have developed such as our wisdom, compassion, 
generosity, thoughtfulness, helpfulness.  

 
FINDING PEACE:  

- Peace comes when we are accepting of all that is occurring at this 
precious time of life, and when we can say “All is OK”. 
- Through acceptance we can relax, overcome fear and focus on 
living this precious time of life. 
- The dying time of life is a precious time of opportunity for people 
making peace with each other and mending bridges. 
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HOW TO COMFORT THE GRIEVING 

 
 

1. BE ‘WITH’ THE FAMILY THAT IS GRIEVING AND SHOW 
YOU CARE BY SHARING TIME WITH THEM. 
 

2. ENCOURAGE THE GRIEVING TO BE VERY CLOSE TO 
THEIR LOVED ONE, TO PRAY AND GRIEVE, FOR AS 
LONG AS THEY WANT AND CULTURAL TRADITION 
ALLOWS  

 
3. LISTEN WITH YOUR HEART. BE SENSITIVE. BE 
THOUGHTFUL. 
 

4. TOUCH & HOLD A GRIEVING PERSON TO COMFORT 
THEM. 
 

5. ALLOW EMOTIONS TO BE EXPRESSED. TEARS GIVE 
HEALING. BE SAD AND HAPPY TOGETHER. SMILE. 
 

6. ENCOURAGE REMEMBERING. IT IS A TIME TO SHARE 
MEMORIES. 
 

7.  BE PATIENT. DO NOT HURRY. 
 

8.  PRAY TOGETHER IF APPROPRIATE. 
 

9. TALK NORMALLY. 
 

10.  ENCOURAGE ACTIVITY. 
 

11.  KEEP IN CONTACT. 
 

12.  Remind the Family Caregiver and their community how special 
they are by giving care and support to each other. If you have been 
educating and supporting this family and enabling them to care for 
their dying loved one, remind the Family Caregiver and their 
community of supporters that the loving care they gave, showed 
that their loved one was a truly special and great person who died 
loving and being loved. Then their grieving and loss will be more 
bearable.  
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SELF CARE 
 
 

• D@H Program is all about organizing people to care for one another TO 
DO the caring.  
 

• If you are feeling overburdened, then you are not doing things the right 
way, you are not putting people in control, empowering them to do for one 
another. 

 
• D@H Program is all about doing things WITH people.  

 
• You must look after yourselves. You are needed. If you don’t look after 

yourself you will not be there to help and to care. 
 
• Don’t stay tired because you can make too many mistakes in judgment, 

relationships, memory. 
  
• If you remain tired you burn out. 

 
• Take time to do relaxation. A good relaxation exercise can give you that 

break you need any time and it’s free. 
 
 

 
Take BREAKS, RELAX and TREAT yourself. 

 
 - Keep in touch with and enjoy friends. 
 - Go for walks. 
 - Have fun. 
 - Play sport. 
 - Listen to music, sing a song. 
 - Do some art or craft. 

- Say something positive and uplifting to yourself. Remind yourself of 
your good points. 

 - Smile & LAUGH. 
 - Do deep breathing, tai chi, meditation, yoga. 
 - Take time out for peace and quiet. 
 - Watch a movie or read a book. 
 - Have a sleep. 

 
 


