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Topic #1: Values and Visions Around 

Death and Dying 

Agenda: 

● Understanding Historical Perspective 

● Commonly Held Myths 

● Principles 

● Philosophy Statement 

● Right for Knowledge 

● Self Reflection:  

 -What are your Values / Beliefs 



 

Historical Perspective 
Historically, people with IDD have not been given the 

opportunity to experience the natural process of grieving. 

 

List 3 reasons why you think this is so: 

  

1.   

2.   

3.      

     

 
    



Commonly Held Myths 

People with IDD historically have not been given the 

opportunity to experience the natural process of grieving for 

many reasons. People (family members, caregivers, friends 

and professionals) believed that people with IDD: 
 

Did not have the cognitive ability to understand what death 

meant. 
 

Did not form attachments; if they did, they soon forgot the 

person due to poor memory and a poor sense of time. 
 

Needed to be protected from further anguish and suffering 

than they already experienced from a disability. 

 
 



Commonly Held Myths Continued... 

Myth: People with IDD: 

Will feel better if told about it over time. 

Are not capable of grieving and do not go through a grieving 

process. 

Will not conduct themselves properly at a memorial service; 

they will be loud, disruptive, and unable to sit for the period 

of time required. 

 

Fact: The truth is individuals with IDD are very aware of 

loss.  Sometimes they may have an exaggerated response 

to the loss, and will require additional care and support. 

 

 



Why Is End Of Life Care  

Such An Important Issue? 

● The number of adults with I/DD aged 60 and older is projected to 

double between 2000 and 2030 

● People are choosing to “die in place” more, that is in their homes, 

residences etc.. 

● Because of this, staff and families are more frequently dealing with 

end of life issues including dying, death, grief, mourning, 

bereavement and survivorship. 

● The needs of older people with intellectual disabilities in the 

community as well as their families as caregivers are greater today 

due to increased medical options and the length and intensity of 

care available to people at the end of life. 

● With the advent of HIPAA, hospital and health care personnel are 

reluctant to share information and follow family's wishes without 

legal authority. 



Principles 

We know that people with IDD develop attachments and experience loss 

throughout their lives. They develop painful feelings and experience grief when 

they lose someone that they love. 

The three basic premises for developing a curriculum and training on how to 

support people with IDD  include: 
 

1. All people, including those with IDD at some point in their life, have or will 

experience a significant loss. 

2. All people, including those with IDD, who are aware of loss, will experience 

grief 

3. As people get older, including those with IDD, the number and frequencies of 

loses they will experience increases. 

 

 

Given these basic premises, it is important for us as service providers, to begin to 

prepare and assist people with IDD with how to understand and cope with 

significant losses. 

 

 



Philosophy  
Every person has the right to know what death is and given the 
opportunity to grieve. Let’s begin by developing a philosophy statement 
to identify the rights of people with IDD regarding significant loss. 

 

Philosophy Statement 
 

People with intellectual disabilities have: 
 

The right to….. 

 

The right to….. 

 

The right to….. 

 

The right to….. 



 

DEATH AND DYING 

The Rights of People with IDD 

 People with IDD have the right to: 
 

Proactive education and training to understand what death is prior to experiencing a 

significant personal loss; 

 

Understand the different kinds of loss; 

 

Know when someone close to them is dying or has died; 

 

Know what a memorial service is and get help understanding the rituals of the service; 

 

Attend the services or rituals of someone they care about or is close to; 

 

Go through the grieving process and understand the feelings associated with this process; 

 

Be supported by properly trained staff who understand feelings associated with death and 

know how to provide the support that is needed throughout the grieving process. 



Exercise 

DEATH SENSITIVITY GUIDE 

 

A prerequisite for helping someone who is grieving, 

through the grief process is learning how you feel about 

death and loss.  We often feel uncomfortable dealing with 

death and loss.   

 

Before helping someone else, take the Death Sensitivity 

Guide - it may help you realize areas that you need more 

education or training in concerning the grief process. 

 



Death Sensitivity Guide 

Do I: 
 

Discuss death comfortably?     

 Yes  No 

 

Remember significant losses as a young person/adult?  

               Yes  No 

 

Talk about these significant losses?    

  Yes  No 

 

Remember a relative or close friend dying?    

              Yes  No 

 

Attend the funerals of people I know who have died?   

              Yes  No 

 



Death Sensitivity Guide 

Deal with emotions/feelings of grief. Then? Now?   

              Yes  No 

 

Remember my first feeling about death when I learned death 

was final?  

             Yes  No 

  

Recognize my feelings about death now?   

 Yes  No 

 

Discuss my feelings about death now?   

 Yes  No 

If you have 4 or more “no” answers on this guide, it may indicate that 

more education about death, dying and grief are needed. 

 



The Elephant in the Room 



Lack of Attention To The 

Problem Does Not Make It Go 

away 



 
Some view death as….. 

 
● Positive:   natural, a release 
● Negative:  unfair, scary, tragic 
● Neutral:   the end, finished 
 

 Typically our feelings are flexible.  We view death 
differently in different situations. 

 
 Living with a rigid orientation is restrictive and prevents 

developing a range of coping skills. 
 
 
 

 



EXERCISE 

  BELIEFS ABOUT DEATH QUIZ 

 
Circle YES if you agree with the statement and NO if you disagree. Circle uncertain 

if you have no clear opinion about the statement. 

 

Only old people need to worry about death.    

 Yes No  Uncertain 
 

People die because they have done something bad.   

                Yes No  Uncertain 
 

Sometimes life can be scarier than death.     

                Yes No Uncertain 
 

There is a life after death.      

 Yes No Uncertain 
 

The only way to deal with a friend or relative dying  is to pretend they are away or on 

vacation  

 Yes No Uncertain 

 
 

  



BELIEFS ABOUT DEATH QUIZ 

I can have a lot of different feelings when a person I love 

dies (anger, discouragement, relief, sadness, peace). 

           Yes No Uncertain 

 

Death is a normal part of life.    

 Yes No Uncertain 

 

The best way to prepare for death is to live a life of love.

 Yes No Uncertain 

 

When someone dies they go to heaven.   

  Yes No 



 

EXERCISE 

 

Interpretation of Life and Death 

 

Draw or find magazine words and pictures that represent 

how you perceive life and death. Display your artwork in 

the space provided. 

 



EXERCISE 

Life is: 

______________________________________________

______________________________________________

______________________________________________

______________________________________________

______________________________________________ 

 

Death  Is: 

______________________________________________

______________________________________________

______________________________________________

______________________________________________

______________________________________________ 

 



Topic #2 

Proactive End of Life Planning 

Agenda: 

● 4 Concepts of Understanding Death 

● Rights of the Dying 

● Various Ways Death Occurs 

● Meeting the Psychological and Physical Needs of the Dying 

● What to Expect During Active Dying 

● Support Services - Hospice Care 



 

4 Concepts of Death 

  

• Inevitability 

• Universality 

• Irreversibility (Permanent, Final) 

• Non-Functionality (End of Functioning 

Physically) 
 



The Rights of the Person who is Dying 
People who are dying have the right to: 
  

Be treated as a living human being 

Maintain a sense of hopefulness 

Be cared for by those who can maintain a sense of hopefulness 

Express feelings and emotions about deaths in one’s own way 

Participate in all decisions concerning one’s care 

Be cared for by compassionate, sensitive, knowledgeable people who will attempt to  

understand one’s needs 

Expect continuing medical care, even though the goals may change from “cure” to “comfort” 
goals 

Have all questions answered honestly and fully 

Seek spirituality 

Be free of physical pain 

Express feelings and emotions about pain in one’s own way 

For children to participate in death 

Understand the process of death 

Die in peace and with dignity 

Not to die alone 

Expect that the sanctity of the body will be respected after death  
   

By David Kessler in Rights of the Dying 



Various Ways in which Death Occurs 

● Chronic and terminal illness such as cancer, Alzheimer’s disease, 
cardiovascular, and respiratory disease are the most common causes 
of death in the general population and in the I/DD population as well. 

 

● Unanticipated, sudden deaths such as in an accident, suicide or 
homicide. 

 

● “Off time” deaths , such as the death of a child or middle aged person 
with Down’s syndrome. 

 

● Multiple deaths, as in a bus accident, night club/school shooting 

 



Exercise: 

What are the Psychological Needs of Someone 

Who is Dying? 

     

     

    

    

    

    

    



The Psychological Needs of Someone     

Who is Dying 
The person who is dying has the need: 
 

– For unconditional love & emotional support. 
– For open, honest communication - provide time to talk and 

share feelings. 

– For someone to listen - encourage inclusion in the plan of care 

– For your quality time - allow time for the person and caregiver 
to be together 

– For intimacy through human touch - offer massages or 
therapeutic touch 

– For laughter and pleasure - use remembrance of happy 
moments, include significant others 

– For spiritual comfort -  provide use of relevant spiritual 
language 

– For a positive pleasant environment- utilize additional 
approaches such as music, aromatherapy etc.. 

 

 



Exercise: 

What are the Physical Needs of Someone 

Who is Dying? 

 
  

 

 

 

 

    

    

 

 

 



Physical Needs of Someone Who is 

Dying 

 Pain Management 

 

Changes in Taste:  
– Provide person preferred foods  

 

Understand the meaning of not eating or drinking at the end of life 
– Examine and treat underlying issues 

– Provide mouth care 

– Identify medications with side effects of nausea & vomiting 

– Use fans and open windows to decrease smells in the area around the person - avoid food 

preparation in the area of the person 

– Reduce focus on food intake 

 

Identify common constipation problems and intervene with simple techniques 

Sensitivity to temperature and texture of clothing 

Sensitivity to smell 

Make as comfortable as possible (repositioning) 

 
 



What Can One Expect from 

Active Dying? 

Although people who are dying are unique in their needs, they have some 
common needs that can be anticipated. The stages of death have a 
universality and there are only so many ways the dying body will manifest a 
need for comfort and support.  
 
In looking at what physically happens to the body we hope to give some tips 
to help the dying individual be more comfortable and increase your level of 
comfort with the process. 
 
Death occurs when there is irreversible failure of the brain, respiratory and 
circulatory system. There is no way to predict the moment of death. Just as 
every life is unique, every death is also. There are however, some common 
signs of impending death.  
 
The following description of the active dying process is summarized from 
David Kessler’s book, The Rights of the Dying (1997). There is no set order 
of these events and not all of these events will occur in every death. 



 

 Even though watching someone physically die is an emotionally 

painful experience, most people feel as if they have shared a 

precious and profound moment with their loved one.  

 

Take time and do what feels right for you.  

 

The emotional connection continues even though the physical 

connection has just ended. Talk to the person. Hold the 

person’s hand. Caress the person. Pray for the person. Wish 

the person well on his or her journey. 

 



Preparing for Someone who 

Chooses to Die at Home... 

How do we feel? 

 
– How will this affect staffing? 

 

– How will this affect the other people who live in the 

residence? 

 

– Does this person have a roommate? 

 

– How can we prepare everyone for this death? 

 

 



Preparing for Someone who Chooses to 

Die at Home... 

What is our plan? 

 

– What trainings may staff and the person dying need? 

 

– What equipment may we need? 

 

– What supports will we need? 

 

– Who can support us? 
 

*Team needs to reassess needs, learn new procedures, request additional 

resources, know your resources ahead of time 

 



Palliative and Hospice Care…             

there is support out there! 
Palliative care is care provided to keep the patient as comfortable as possible, rather than to cure a 
disease.  

 

Hospice care is paid for through Medicare, Medicaid and most commercial insurance carriers. There may 
be differences in what services are fully covered. If you have questions it is good to ask your Hospice 
provider. Following are typical services that are offered: 

 

● Professional Nursing Care: a registered nurse will be in charge of the patient’s care and visit on a 
regular basis. This is nursing care that is in addition to the residential nurse. 

● Counseling: A Social worker works with each patient and family. 

● Personal Care: Home Health aids are provided when assistance with personal care is needed. 

● Pastoral Care: Interdenominational clergy offer spiritual care and support to the patient and family 
as requested. 

● Volunteer Program: Specially trained volunteers help to provide companionship and other 
assistance. 

● Medical Services: Hospice physicians are available to consult with the individual’s physicians to 
provide immediate medical care. 

● Equipment, Supplies, & Medications: Items needed to treat the primary illness are normally 
covered. Crisis care at home may be provided for brief periods, when medically fragile. 

 

* Hospice care can be provided in home or at a Hospice Center* 

 



Supporting Someone Through the Dying 

Process 

 
 

The last months of life 
● Talking and listening  

● Eating and drinking 

● Communicating with medical providers 

● Managing physical symptoms 

● Managing emotional needs 

● Taking care of yourself 

 

The final days and hours 
● Create a peaceful, soothing environment 

● Use of gentle touch 

● If appropriate, arrange for end of life prayers to be said 

● Recognize the possibility of end-of-life experiences 

● Remember that hearing may be present to the end 

● Be mindful that some people need emotional freedom to die in peace on their own, 

while some will want someone/someone specific to be present 

● If desired, orchestrate goodbyes with loved ones 
 

 



 
 

Orchestrating Goodbyes With Loved 

Ones 
● Timing the goodbye 

 

● Do not force the goodbye, it is the choice of the dying person’s family and 

friends.  What will the long term effect be if the person does not say 

goodbye? 

 

● Consider alternative solutions if family/friends who the dying individual 

wants to see are unable to say goodbye in person- (Face time, Skype, 

voice recordings, letters) 

 

● People may need support with thinking of what to say to the individual 

who is dying.  

 

● Consider how the appearance of the dying individual may have changed

  

Prepare individuals for altered appearance due to illness 

 



After the Person has Died… 
Staff often feel a tremendous sense of responsibility 
 
Protocols and documentation may seem “cold/harsh” 

 

 

Staff may feel guilt or ambivalence 

 

Staff may feel worn out, especially if more than one person has died recently or a 
prolonged process. 

 

Formal investigation and review can be intimidating and can bring sadness/anger 

 

 

 

 



Final Arrangement for the Remains 

There are a variety of choices for the final arrangements of 
remains. Burial or cremation are often the 2 most common 
arrangements.  
 
Subject to some restrictions, cremated remains can be 
scattered by air, over the ground or water. Some 
cemeteries offer areas for scattering and may provide a 
space for a commemorative plaque or memorial. 
 
 
Can you think of any other ways? 
 

 

 
 



Topic #3: Religious & Spiritual 

Influences 
Religion can play a significant role in a person’s understanding and feelings about death 

and the grieving process.  

 
It is important not to place your own values onto the people you provide supports 

to. 

 

Each culture & religion has different traditions and beliefs regarding death. 

 

– Christianity   - Greek Orthodox  - Judaism 

– BAHA’I   - Hinduism  - Christian Science 

– Buddhism   - Episcopalian  - Islam 

           

– Hmong   - Agnostic   

– The Churches of Christ - Seventh Day Adventist 

– The Assemblies of God Jehovah’s Witness                               - Atheism 

– Mormons   - Pentecostal  -Protestant 

– Scientology   - Sikhism                                 -Shinto 

         

 

 

 



 Religion 

 

Religion is a way of expressing one’s spirituality. It may be experienced 
through membership in a particular religious community.  
 
Our society has more than 1200 religious groups. Organized religions 
provide values, beliefs, norms and a frame of reference to organize 
information and govern daily activities.  
 
For many people, religious practices i.e attending services, following 
rituals and traditions can contribute to;  
 
-A feeling of belonging 
-Feeling supported/understood 
-Creating and building social capital 
-Helping to understand some of life’s difficult issues and  
-Can be an important resource when dealing with end of life issues and 
or planning a funeral service. 



Spirituality 

 
Spirituality encompasses an individual’s set of values, principles and ethics and 
drives the choices we make in life. It is said that, society can survive without 
religion but cannot survive without spirituality.  
 
 
Spiritual health is about seeking a meaningful connection with something 
bigger than yourself. For some it’s when a person finds balance between life 
values, belief systems and relationships with oneself, others and/or a higher 
being.  
 
 
Goals of spiritual care generally include; developing a sense of having lived a 
meaningful or good life; generating positive emotions such as peace, 
contentment, gratitude, acceptance, love; and experiencing an end of life that 
includes joy and has minimal pain or suffering 
 
 
  





Exercise:  

Religious Similarities & Differences 
The following are brief descriptions of different types of beliefs and customs 
performed during funerals or memorial services:  
 

– Christianity    - Greek Orthodox  
     

– BAHA’I    - Hinduism  
 - Christian Science 

– Buddhism    - Episcopalian  
 - Islam     

–  Hmong    - Agnostic   
 - Jehovah’s Witness 

– Mormons    - Pentecostal  
 - Protestant    

– Scientology    -Shinto   
 - Seventh Day Adventists    

– Sikhism    - The Churches of Christ 
– The Assemblies of God                              -Judaism 



Exercise 

 
How many require that people wear dark clothing while mourning? 
 

How many require that the person be buried where they die? 
 

How many require that the burial take place immediately? 
 

How many require a long mourning period?  
 

How many believe that the soul goes to heaven or hell? 
 

How many believe in bringing gifts to the family after someone dies? 
 

How many have specific beliefs about how the person should be 
buried?  
 
 

Are there any other points of interest about a religion’s rituals around 
mourning that you’d like to share? 

 

 
 
 



 

Agnosticism - Agnosticism is a concept, not a religion. It is a belief related to the 
existence or non-existence of God. An Agnostic is one who believes that it is 
impossible to know whether there is a God. They feel that the concept of a God is 
beyond the reach of human intelligence, and therefore can be neither confirmed 
nor denied. Many people have started with Agnosticism and have added a 
personal moral code, rituals and other items to create an individualized belief 
system with many attributes similar to a religion. Since this is not a formal 
organized religion there are no prescribed funeral rituals. 

 

Atheism - Atheism is not a religious belief. It is the denial or lack of belief in the 
existence of a god or gods. Atheists  feel that in the absence of a belief in god, 
ethical goals must be determined by secular (non-religious) aims and concerns 
and that human beings must take full responsibility for their destiny. Since this 
belief is not a formal organized religion there are no prescribed funeral rituals. 

 

Take Note!!! 



Spirituality and Emotional Health 

 



How do We Encourage Spirituality while 

Someone is Living? 

●    

 

●     

 

●     

 

●     



Spirituality 
It is important for the caregiver to encourage spiritual fulfillment . This can be done by 

encouraging the individual to participate in activities that are peaceful, reflective and that will 

help to promote a sense of well-being. Many of these activities are equally as important for 

the caregiver.  Explore the following list of activities and think about how they can be 

incorporated in the life of the people you support: 

 

● Meditation (can take shape in many ways including through posturing, deep breathing, 

chanting) 

● Prayer (is the reaching out to a higher being - “someone” to talk to about good things 

and in times of trouble or concern) 

● Guided imagery 

● Acts of kindness 

● Inspirational readings 

● Journaling 

● Music 

● Project that will carry on one’s spirit (photo albums, quilt, memory garden) 

● Visiting with loved ones/ volunteer 
 



How do We Meet the Spiritual Needs of 

Someone Who is Dying? 

●                      

 

 

●       

 

 

●       

 

 

●              

 

 

●                           

 

 

●                        



Five Wishes 

Five Wishes is a United State advance directive 

created by the non-profit organization Aging with 

Dignity. It has been described as the “living will 

with a heart and soul.”  

 

Five Wishes meets the New York State technical 

requirements and doctors will honor the Five Wishes 

Five Wishes Website: http://agingwithdignity.org/five-wishes 

 

What are some ways that you could implement the 5 

wishes? 

 

https://agingwithdignity.org/
http://agingwithdignity.org/five-wishes
http://agingwithdignity.org/five-wishes
http://agingwithdignity.org/five-wishes
http://agingwithdignity.org/five-wishes


Topic #4: 

Understanding Grief and Loss for the 

Person you Support 
Agenda: 

• Notification of Death 

• The Grieving Process and the developmental 

stages. 

• 5 Tasks of Grief 

• Kubler- Ross 5 Stages of Death and Dying 

• Duration of Grief 

• Therapeutic Interventions 



 

Notification: How to Present                      

the Death of a Peer or Staff 

 Be Prepared  
● Know the name of the individual/staff who is deceased and pertinent information about this 

person 

 

Face to Face Notification and Presenting Information 
● Speak to all staff (including clinicians) and present facts related to the death of the person 

● Speak to all individuals directly involved with or close to the peer/staff first 

● Get to the point directly and allow all to express themselves.  Be prepared for immediate, 

intense reactions and do not try to stop the reaction unless it poses a safety risk to individual 

or others 

● Ask individuals what can be done to support them  

● Be aware of own body language and make eye contact 

● In some, more traumatic circumstances, support of training team may be needed 

 

 Make practical, concrete suggestions of what may be done 
● Volunteer sites/residential activities to cancel 

● Groups will be available to share thoughts 

● Create a memory book 

● Write a condolence card to the family of the deceased 

 



The Grieving Process for a Person with a 

Developmental Disability 
In most respects, people with IDD experience grief in the same way other people do. Their grief 

occurs after a significant loss, especially when the individual is separated from another person 

with whom strong feelings of attachment and love have developed over time. Experiences which 

can cause feelings of loss include: 

 

● Death of a loved one 

● Moving away from one’s family 

● Separating from caregivers due to a move to a new facility 

● Frequent changes / loss of staff 

 

 



Influences That May Impact the Grieving 

Process 

 

» Learning and experience 

 

» Intellect 

 

» Special Risks – the person may be “their world” 

 

» Communication Skills 

 

» Family Perceptions 

 

» Staff Perceptions 

 



Loss- What do people lose? 

-health                                                 -memory                        

-relationship                                        - possessions 

-trust                                                    -money 

-dreams                                               -security 

-jobs                                                    -sense of self 

-homes                                                -pet 

-mobility                                               -familiar routine 

-status                                                 -independence 

-traditions 

 



Every Loss = Grief 

Grief is a natural response to 
the loss of someone or 
something very dear to us. 



Every loss is a multiple loss 

 



We Grieve… 

• … in anticipation 

 

 

• …in the moment 

 

 

• …in memory 





Knowing how death is processed at each developmental stage may help you understand 

the reactions to death of people whose cognitive ability corresponds with a different 

developmental stage. It may also assist you in better supporting the person who is 

grieving. Keep in mind that it is okay for a person to demonstrate grief and experience 

sadness. 

  

Pre-School Age (May be useful in understanding grief reactions of those with         

  profound or severe ID) 

 

-Primary concerns are with personal security and continuity 
 

-Not able to understand the 4 concepts of death, death is seen as temporary 
 

-Difficulty self-regulating when upset (e.g. may need to leave a room when upset) 
 

-Able to tune into environment and recognize that something sad has happened or 

those in environment are feeling sad 
 

-Participation in funeral or other traditional ceremonies should be based on the 

individual.  Family consent should be obtained for participation in funeral. 

 

 
 

 

Developmental Stages  



Developmental Stages  

 
School-Age (May be useful in understanding grief reactions of those with severe or 

        moderate ID) 

 

-Has beginning knowledge of the 4 concepts of death 
 

-Fact-oriented and quick to compare information provided by staff  
 

-Likely to ask many questions about the details of the death 
 

-Individual will not want to be singled out or the center of attention 
 

-May resist counseling or a therapeutic intervention 
 

-May not emote immediately 
 

-Should be given choice to participate in funeral and family/residence should be 

involved in the decision, carefully considering long term impact of not having closure 

through event. 

 



Adolescents (May be useful in understanding grief reactions of those with moderate or 

          mild ID) 

 

- Has more in depth knowledge of the 4 concepts of death 
 

- Has ability to empathize 
 

- Likely to question faith and why bad things happen to good people 
 

- May benefit from establishment of boundaries for grief reaction (change of routine,      

support groups) 
 

- May enjoy being the center of attention and getting on “soapbox” 
 

- May tell many others that someone they know has died 
 

- Should be given choice to participate in funeral and family/residence should be 

involved in that decision, carefully considering long term impact of not attending 

event  
 

 

Developmental Stages  



Developmental Stages  

 Emerging Adults (May be useful in understanding grief reactions of millenial staff) 

 

- Possible experiences of losses are around maturity, romantic, marital relationships, fertility, 

 employment 

           - May worry about death and be focused on the death of others, a personalized sense of 

 mortality  

- Obstacles to grief: Occur during “Off Time,” Lack of Peer / Social/ Work Support 

 -Helpful to encourage self compassion, mindfulness and acceptance of feelings 

  

Adults  (May be useful in understanding grief reactions of our coworkers and staff) 

 

- Possible experiences of loss include a parent, child, or spouse 
 

- May feel guilt for not being able to have protected the deceased or prevented the death 
 

- Takes on more responsibilities during and after the loss than previously had 
 

- Can leave the adult with unfamiliar roles and responsibilities 
 

- May experience financial hardship and need to reevaluate future plans 
 

- May need to console others in grief, including their children 

 



   

Seniors (Seniors with ID may span the range of ID functioning levels and their grief responses may 

 be similar to these levels developmentally; Seniors are in a phase of life where they are 

 completing a life review—what  was  good/bad?) 

 

- May experience complex grief due to multiple losses, including loss of health, social roles, 

finances, autonomy, mobility, aspects of identity. 
 

- May not be aware that they are grieving or may be unwilling to let others know they are sad. 
 

- Issues may arise in counseling and conversation that were not dealt with or processed earlier 

in life 
 

- Important for support staff to recognize ageism and counter-transference (do not make 

assumptions about what older people are going through) 
 

- Although loss is more expected in this life stage, unexpected loss (for example, loss of a 

younger family member) may be especially devastating. 
 

- May need more time to adjust to change during the grieving process. 
 

-Seniors’ grief is more likely to result in physical illness or conditions that impact or interfere with 

grieving 
 

- Consider the kind of social support seniors need; Seniors may experience loneliness and have 

difficulty knowing who they can confide in 
 

 

 

Developmental Stages 



Anticipating Grief/Loss 

Anticipatory grieving is helping prepare a person throughout his or her life to deal with loss 
of loved ones and not just when death occurs. To accomplish this: 
 

– Talk about death as an expected part of living 
 

– Prepare the person for the expected death of someone close who is aging or ill 
 

– Use the health of plants or animals as opportunities to discuss death 
 

– Use local resources such as hospice, and clergy to teach a person about death 
 

– Feelings of alienation, loneliness, and depression may continue to last for years. 
 
 If the person does not mourn the loss well, he or she will not come to terms with the 

loss of a loved one. Feelings of grief may interfere with a person’s motivation to 
participate in day to day activities. Caregivers need to be contacted if a person 
they provide assistance to is in distress. Some Signs of Distress include: 

• Appearing upset 
• Reacting to the family’s emotions 
• Physical complaints (stomach pain, headaches, loss or increase in appetite, 

tightness in chest, sleep disturbances, decreased energy) 

 





5 Tasks of Grief 
http://griefandtrauma.blogspot.com/p/what-is-grief-and-trama.html 

Recovery From Loss by Lewis Tagliaferre and Gary L. Harbaugh 

 

1. To acknowledge 

 

1. To feel 

 

1. To substitute 

 

1. To detach 

 

1. To reconstruct 

 

 

http://griefandtrauma.blogspot.com/p/what-is-grief-and-trama.html
http://griefandtrauma.blogspot.com/p/what-is-grief-and-trama.html
http://griefandtrauma.blogspot.com/p/what-is-grief-and-trama.html
http://griefandtrauma.blogspot.com/p/what-is-grief-and-trama.html
http://griefandtrauma.blogspot.com/p/what-is-grief-and-trama.html
http://griefandtrauma.blogspot.com/p/what-is-grief-and-trama.html
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1. ACKNOWLEDGE.  This is confronting the reality of death.  Although we are 

aware the death happened, the reality takes a while to actually register.  

The first task is to register this reality.   

 

 

 

2. FEEL.  This is feeling the impact of the loss, including feelings of anger, guilt, 

depression, hopelessness, anxiety, and more.  It is such an accepted idea to 

push our feelings aside because we have expectations put on us - we have 

things we need to get done, and apparently taking care of ourselves isn't one of 

them.  “Anger and sadness are BAD”.  FALSE!  We have feelings for a reason!  

They are what they are, and they will get worse if we ignore them.  They will rot 

inside of us and cause infection. Finding a safe, non-judgmental space to feel 

our feelings is an ESSENTIAL step to working through what we're processing.  

Feelings also cannot be rushed.  Working through them takes time, and we will 

cycle through them many many MANY times before we are done.  (By the way, 

we are never done FEELING!) 

 

 
 

5 Tasks of Grief 



5 Tasks of Grief 

 
• 3. SUBSTITUTE.  When we lose something or someone, we feel 

the hole that is left there.  So what is our first instinct?  To fill it!  

However, jumping to a premature substitution to avoid 

uncomfortable feelings can stifle the process of recovery.  The loss 

needs to be felt! 

 

• 4.  DETACH.  At some point, mourners need to withdraw from their 

investment in the past and detach or disconnect from the life as 

they knew it that is gone.  Tagliaferre and Harbaugh suggest this 

may be the most difficult and lengthy task.  

•  Worden notes there is a difference between linking objects, 

transitional objects, and keepsakes.  Holding on to linking objects 

can prolong the mourning and detaching process.  Transitional 

objects facilitate moving on.  Keepsakes can provide lifelong 

comfort in the memories they hold. 

 



5 Tasks of Grief 

 

• 5.  RECONSTRUCT.  Eventually, mourners must 

reconstruct a new life.  With a significant loss, life as 

they knew it is gone.  After their life has “crumbled to 

the ground”, the debris must be cleared away and 

something new must be built.  This task often requires 

reevaluating behaviors and values as well as 

constructing a new system of interactions with others. 

 

 



Kubler Ross: The 5 Stages of Grief 
 

It is important to recognize the need for the person to go through their own grieving process,  

experiencing the following stages and all psychological processes that are necessary. People do not 

necessarily experience all of these stages nor do they experience the stages in a particular order. 

People may also go back and forth between stages or revisit certain stages later on in their grief 

process. As a support, it is most important to demonstrate empathy throughout.   
 

● Denial 

-Recognize that it is only temporary, it is a reaction used to allow the person to cope  

with the news 

-Be a sensitive and receptive listener 

● Anger 

-Allow the person to be angry and to express this anger 

-Demonstrate respect and understanding 

-Tolerate rational and irrational anger 

-Avoid being defensive 

● Bargaining 

-Listen, don’t just brush aside 

● Depression 

-Allow the person to express their sorrow 

-Don’t feel the need to use too many words 

● Acceptance 

-Don’t mistake this for happiness 

-Don’t let the person feel that now they have reached this stage they will be forgotten 

 



 

Duration of Grief 

 How long should someone grieve? 

What do you need to take into consideration? 

 

Grief begins whenever a loss occurs or there is a perception of impending loss. Grief 

lasts as long as it needs to last. It is both individualized and complex. Grief can take 

longer for some people depending on: 

 

● The nature of their relationship to the deceased 

 

● The circumstances of the death 

 

● Their support system 

 

● How they cope with adversity 

 

● What else is going on in their lives 

 

● The resources they have available to them 

 
In a review of grief studies by Sidney Zisook and 

Katherine Shear, conducted in 2009 

http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2691160/


 

A Sample Timeline Of Grieving 

 
The following can vary considerably for different people: 
 

• 24-48 hours- impact of reality 
 

• 5-7 days- mild depressive reaction 
 

• 6-8 weeks- most difficult time, acute symptoms of anxiety & 

depression can include sleep loss, over / under eating, weeping, 

fatigue, mood swings, decreased ability to concentrate 
 

• 3 months- irritability, acting out of anger and frustration, crying, 

physical problems 
 

• 12-24 months- acceptance and resolution 
 

• 2+ years after- mild depression on special dates and holidays 

 
(Force et al., 2004) 



 

Long Term Grief 

It is often said that “time heals all wounds.” In the world of grief this is not 

completely accurate; instead, it is what we do with that time that helps to 

heal the wound. Some things to consider moving past the initial months 

after a loss: 

 

● It is often around the 3 to 6 month mark that the loss fully impacts the 

person 
 

● The first year is often the most difficult and the most pain-filled; it is 

often very challenging to get through all of “the firsts” 
 

● Grief Bursts- It is not uncommon to experience a sudden outburst of 

emotion at what seems an unusual time, these should be allowed to 

happen 
 

● Recognize that each new loss a person experiences, brings up 

thoughts, feelings, and experiences from previous losses 
 

 

 



Long Term Grief 

 
● Anniversary reactions are common. While they might not occur on the 

exact anniversary of death, it is common to see a slight change of behavior 

in a person we support around the same time that someone they loved 

died 

○ It is helpful if losses that trigger these responses are documented 

somewhere for staff to be familiar with, as it easy to attribute this to a 

“behavioral episode” instead of a typical grief reaction 

 

● Sometimes the grieving process can become complicated and we as staff 

should monitor for this as professional attention will likely need to be 

sought. This is often seen in one of the following manifestations: 

○ Prolonged grief- this is often due to the incompletion of 1 or more 

tasks of mourning 

○ Delayed grief 

○ Exaggerated grief 

○ Grief masked as somatic or behavioral symptoms 

 





 

Exercise 

  
What are some things you can do immediately that will 

help an individual go through the grieving process? 

 

 

  

 

 

What are some things that you can do over time to help a 

person go through the grieving process? 

 

  

  

 



Some Ways to Provide Support 

These can be done immediately that will help the individual go through the grieving process: 

 
● Sending flowers 

● Making cards 

● Visiting family members of deceased 

● Calling family members or friends of the deceased  

● Bringing food 

● Offering to do something for the family of the deceased (tidy house, do laundry, run errands) 

● Making a donation in memory of the deceased 

 

Other activities that can be done over time that will help a person go through the grieving process: 

 

● Make a memory book  

● Write a poem or song 

● Memorial 

● Journaling 

● Letter writing to the deceased  

● Photo collage 

● Make a memory quilt 

 

 

 



Therapeutic Interventions 

 

 

The following are some therapeutic interventions that can be helpful in assisting 

with the healing process. As staff, try to explore your own feelings about 

grief.  You will be more effective in helping others if you have a better 

understanding of your own feelings about death and dying. 

 

 



Grief and Loss Groups 
Small groups, focused on activities to help develop awareness and expression of 

feelings regarding grief and loss are helpful. Some general guidelines to consider 

include: 

 
● Groups of 4-6 people should meet in a quiet, private area for about 30 minutes weekly 

at the same time.  
 

● Each group should begin with a reminder about the group’s purpose- ex: “To help us talk 

about the loss of someone we cared about”.  
 

● Group rules should be established to ensure members feel safe. This may include: 

confidentiality, only one person may speak at a time, turn taking, listening to others, and 

remaining on topic.  
 

● Topics which arise may include: what is death, causes of death, all living things die, 

permanency of death, we don’t know when we will die, not all sick people die, crying, 

validity of all various emotions, experiences with the person who has died. 
 

● During the group, members should be affirmed for their contributions and at the end of 

the session thanked for their participation. Contact a support group, if appropriate. 

People benefit from group participation with others who have experienced a similar loss. 

Check with a church, synagogue, hospice, or local mental health agency.  

 
 



 

Rituals 

 Rituals are great ways to support during the grieving process. 
 

• Light a Candle. If you can only find scented candles look for a scent that is unusual (boysenberry) 
so individuals will not associate a certain smell (vanilla) with the feeling of sorrow. 

 
• Use some sort of transitional object whenever possible, a stuffed animal, a picture, a poster 

taken off the wall. Put this transitional object in a communal area. 
 
• Makes copies of a picture for each person grieving. It is worth the money to have a photo printed, 

although Xerox will do in a pinch. 
 
• Make a memorial. Designate a space in a communal area for this memorial. Place pictures, stories 

written by the people who are grieving, messages printed on construction paper along with the 
transitional object. Have grievers add to this memorial as the feeling strikes them. 

 
• Get helium balloons and write messages to the deceased on them. Take the group outside and 

release the balloons. Talk about how the deceased may feel about the messages. 
 
• Tell your favorite memory, worst memory, and funniest story about the deceased. Any positive 

stories can be balanced with the truth that they also threw shoes when they were mad, reinforcing 
that the person was human. 

 
• Place an empty chair in the middle of the group and have each member speak to the deceased as 

if the deceased were sitting in the chair. You can also have a group member sit in the chair and 
pretend to be the deceased. Staff can interview the person playing the deceased to find out what it’s 
like being dead, can they hear our messages to them, have they met God. etc. Most importantly ask 
the deceased what message they would send the person portraying them. 

 



More Ways to Provide Support 
 
Encourage the person to talk and ask questions. Help the person talk about the loss by being a 
good listener who is concerned about the person’s feelings. 
 
Allow expression of emotions and feelings. Some people need the reassurance that it is all right to 
express their emotions. 
 
Encourage participation in rituals surrounding death. Permit the person to attend the wake, funeral, 
grave site.  People who do not use words to communicate, who might not fully understand discussions 
about death, might benefit from witnessing these rituals. 
 

Use religion or spirituality according to the person’s belief. Understanding and discussing a 
person’s beliefs can be a source of comfort and strength, as well as provide opportunities for 
involvement in religious life as desired. 
 
Expect some unusual behavior. It is not unusual for persons to “act out” their grief, particularly people 
who do not use language who are unable to discuss their pain and suffering. 
 

Education - Since many persons with an IDD may have difficulty understanding the concepts of death 

and dying, it is important that instructions about loss and grieving be incorporated into a training 

program. This is particularly important for individuals who have loved ones who are elderly or whose 

death appears imminent. 

 

Counseling - In addition to speaking with caregivers and friends, professional counseling may be 

necessary if grieving becomes prolonged and the person experiences difficulties in returning to their 

normal routine. 
 
 
 
 

  



When someone dies we very often feel that we have “unfinished business”, things left unsaid by us, conversations we 

wish we’d had with the person who died. This exercise will allow the person grieving, the chance to say what was left 

unsaid. 

 

Put a chair opposite the person grieving.  The person grieving will be speaking to the empty chair as if the person who 

died was sitting in it.  If you have a picture of the person who died, place this in the chair, but the exercise works just as 

well with an empty chair. 

 

If the person can tolerate it, as the facilitator, stand behind the person or just off to the side next to him or her.  This will 

offer some much needed support.  Be sure to ask the person’s permission before standing behind or beside them. 

 

This is not an exercise for dwelling on regrets, rather it is an opportunity for the person grieving to give voice to what 

might otherwise feel like an unspoken weight on their shoulder.  If the person is having difficulty coming up with 

something to say, offer the following open ended sentences as a way for them to start: 

 

The thing I most wish I had said to you is… 

The thing I most wish you had said to me is… 

I really wish I had… 

I really wish I hadn’t… 

I really wish you had… 

I really wish you hadn’t… 

The one thing I wish I could change is… 

I’m sorry that I… 

I wish… 

I wish… 

I wish… 

   

   

No Regrets- Exercise 



Supporting People with Disabilities 

Coping With Grief and Loss 
 

Supporting People with 

Disabilities Coping with Grief 

and Loss is an easy-to-read 

booklet outlining the 

strategies you can use to 

help people with a disability 

deal with grief in their lives. 

 
http://www.scopeaust.org.au/shop/supporti

ng-people-grief-loss/ 
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Working with Staff to Manage Grief and 

Loss 

It is important to recognize that as staff we grieve each time we experience a 

loss. The exercises that we do with the people we support are just as 

therapeutic to do for ourselves. 

 

 

Sometimes being included in and helping to plan for the funeral / burial 

arrangements can be therapeutic. 

 

 

In addition, if you feel that you need additional assistance in dealing with loss 

the EAP (employee assistance program) should be contacted and can give 

further assistance. 



Topic #5: 

Supporting Yourself and Colleagues 

Through Grief and Loss 

Agenda: 

● Returning to Work 

● Technology and Current Social Trends 

● Self Care 

● End of Life Support Team 



Phases of Grief  in relation to work 

 

   1. Shock and numbness  

   2. Yearning and searching 

   3. Disorganization and despair 

   4. Reorganization 

 

Situations to consider upon returning to work after loss    

 

   1.  Small Talk 

   2.  Focus 

   3.  Triggers  

   4.  Meltdowns 

   5.  Flex Time 
 

 

 

Returning to Work 



Returning to Work 

 
As the boss: Be understanding, flexible, inquire with HR about time off policies 

and resources. Decide if any work should wait or be distributed. Reschedule 

meetings.  

 

As Human Resources: Review policies, work with manager to designate a 

person to maintain communication with the bereaved while out and to check in 

a few times upon return 

 

As a co-worker: If notified at work - help them pack their bag, assist with 

transportation, and tell supervisors if needed. While away- Strategizing with 

managers about workload, send or organize representations of condolences. 

Upon return- Be sensitive, be aware of triggers, let them set the tone, provide 

support, empathy, reflection, and acknowledgment of a difficult time 

 

Be careful not to: Offer unsolicited advice, Praise for strength, Attest that it will 

be okay, Do nothing 

 



Technology and Current Social Trends 

Millennials, and others, tend to use social media and technology to broadcast internal 

monologues and to record and express their feelings. 
 

Using social media for expressing grief and sharing death notifications and experiences 

of loss distances the person grieving from the reality of the death and from personal 

interactions. There is a decrease in accountability and consequential thinking and 

increased feelings of anonymity and protection. Grief has become more public and 

casual.   
 

Social media, on a more positive note can help create a sense of community, increased 

extroversion, external acknowledgement, affirmation, approval, and assistance in 

decision making. It also immortalizes messages (and gaffes!) 
 

Things to expect: Expression and Notification via social media, Preformative Grief, 

Detachment, Indifference/Disinterest/Avoidance, Internalization, Appearance of self  

indulgence, Focus on the self rather than the deceased and the experience. 
 

Things to focus on: Explaining the agency policy about notification, social media, and  

HIPAA, Informing about appropriate sites, Providing outlets for expression and 

resources for grief, Informing about support services and resources both internally and 

externally, Not letting personal judgments or opinions interfere with support  



 
 

Staff Need Care Too 

 
As a staff member supporting someone through the dying process, it is 

essential that you identify the important role you have in assisting the people 

we support cope with issues of death and dying. 

 

It is also important that you acknowledge how you are feeling and when you 

need additional supports to help you to decompress.  

 

In order to help you decompress you need to have lots of tips in your 

decompression bag of tricks.  

 

 

 



 

Helpful Self-Care Tips  

● Take a warm bath. Find a time when you won’t be disturbed for at least 20 minutes.  

Lying in a warm bath (bubbles optional) can help soak your troubles away. If you 

don’t have 20 minutes, 10 will do. 

 

● Use of aromatherapy. Aromatherapy has been used for nearly 6,000 years. Rose 

has been shown to relieve stress, Camomile is calming and soothing, Geranium 

helps to improve a downward spiraling mood, and Fennel has been shown to help 

you be kind to yourself- just to name a few. 

 

● Listen to music. Find some music that you really love or alternatively listen to some 

new types of music. Pay attention to how each different type of music affects your 

mood and how you move your body. Load up your IPod with the music that “speaks” 

the loudest to you.  

 

● Stay positive. Identify some positive things that you can do for yourself that take 5 

minutes, one hour and one day. Can you find time to meditate for 5 minutes, or get a 

manicure/pedicure for an hour, or spend a day walking in the country? There is 

always time to do something positive for yourself. 
 

 

 

 

 



Self-Care Tips Continued... 

• Start a Self-Care Idea Collection. Over your preferred beverage, interview three 

friends about their favorite self-care strategies. Start making a list even if they are 

not ideas that you would do or are able to afford at the moment. Something new 

might emerge that you had not yet thought of.  

 

● Create a “self care board” where friends or co-workers post their favorite ideas. 

Once you have a really nice long list, pick three ideas that jump out at you. Make 

a commitment to implement at least one of these ideas in your life within the next 

month.  

 

● Ask a friend or colleague if they would commit to supporting you (and you 

them) in maintaining your self care goals. This could mean that they go to the 

gym with you every Thursday or that they email you at lunch to remind you to get 

out of your office. 

 

● Do something that you are good at and enjoy doing. If you are feeling that things 

are a bit out of control, doing something you feel competent at can help you feel 

better.   

 

 



Self Care Tips Continued... 

● Bring your favorite coffee cup to work, and have a ritual at lunch where you close 

your door (if you have a door) and listen to 10 minutes of your favorite music. What 

would work for you? 

 

● Make sure you do one nourishing activity each day. This could be getting a 

massage, going out to a movie, or it could simply mean taking 10 minutes during a 

quiet time to sit and relax.  

 

● Breathe deep. Taking deep breaths encourages the body to trade incoming oxygen 

for outgoing carbon dioxide. Deep breathing can slow the heartbeat and lower or 

stabilize blood pressure, helping you to decompress. 

 

● Take time when you can and make the most of it.   

 

 





Activities 



Letter Writing 

Writing a letter to the deceased person to express feelings or even to say 
goodbye is an effective tool.  
 
The letter can include; 
-favorite memories, happy times, holidays, birthdays, shared fun activities.  
-can be used to say goodbye.  
-may include the person’s memories of and feelings about the death. 
-may say how much they miss and what they miss about the deceased person. 
–may say what their life is like now without the deceased person.  
 
 
Encouraging individuals to complete unfinished sentences may help with the 
expression of hidden or unfulfilled wishes, thoughts and feelings. It also helps 
with language they may not be able to express. 
 
 The last thing I did with you was____. I miss _____. I wish I had _____. I wish 
you had ____. What I want most is ______.  
 
The letter is private. If the person needs help writing the letter, it can be dictated 
to the staff member 

 



Letter Writing 

 

Return Letter Writing  

 

Creating a “make believe” letter from the deceased in response to the 
above letter is another activity that can elicit feelings and help with 
closure.  

 

In the next session following the letter writing activity have the person 
read last week’s letter and then ask them to write a “make believe” 
return letter from the deceased to themselves.  

 

This gives the group members an opportunity to receive whatever 
messages they need to hear from the deceased person which can 
include the deceased person’s goodbye to them as well as support and 
expressions of love, etc.  



Creating or organizing a collage of the deceased person can be therapeutic for  

housemates, group members or for an individual. 

 

Group members should bring pictures of the deceased and share the photos, 

allowing other group members to talk about their loss. If no photos are 

available a drawing will do. If there are many photos they can be saved for a 

scrapbook activity later on.  

 

Group members cut and glue words taken from the magazines, newspapers  

and headlines- things that remind them of the person or describes the person.  

 

As work on the collage progresses, feeling and memories are usually shared 

with other group members. 
 

 

Collage 



Scrapbook 
 

Every member should be provided with a scrapbook, scissors, glue and 

magic markers. 

 

The scrapbook should include whatever memories the group member has of 

the deceased person.  

 

It can include photos, drawing, stories, letters and souvenirs. 

  

The scrapbook can have a theme or a biographical time-line depicting 

events in the deceased person’s life.  

 

A photo or drawing of the deceased person’s likes and dislikes, their friends, 

family members, special events, etc.  

 

Group members can discuss their memories as they complete the activity. 
 



Feeling Words 

The facilitator should create feeling word cards on index cards and turn them upside 

down on the table. Group members should take turns selecting a card and discussing 

the feeling in relation to the deceased person. Some feeling to be discussed include: 

 

 

 

MAD  SAD   IGNORED   ANGRY 

 

LONELY             AFRAID            UPSET                  EMPTY 

 

WORRIED CONFUSED            NERVOUS 

 

GUILTY  SHOCKED          TIRED       UNCERTAIN  

  

 

. 





Grief Yoga 

Grief Yoga (griefyoga.com) By Paul Denniston 

 

“In order to live, we must all experience loss. Life includes suffering and grief is 

our response to it. Losing someone or something we cared about brings grief 

into our mind and spirit. And that sadness and anger gets stuck in our body. 

As challenging as it is to deal with such suffering, the grief is actually incredible 

self knowledge that can be used as fuel to open ourselves up to more love. 

Grief Yoga combines many forms of yoga to help release grief to connect us to 

the gift of life.” 

 



Role of the End Of Life Support Team  

 

The purpose of the End of Life Support Team is to be a 

resource to help staff and the people we support cope with 

end of life transitions. 

 
 

The Support Team should be comprised of trained staff 

who can help to facilitate ongoing support, as well as 

provide additional resources for staff and people receiving 

services.  
 

  
 

 
 

  
 

  

 



What’s my take away? 

___________________________________

_________________________________

_________________________________

_________________________________

_________________________________

_________________________________

_________________________________

_________________________________

_________________________________ 



Starting Today 

I will…… 

 

• -Continue….. 

• -Stop….. 

• -Start….. 


