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Objectives 

• Describe Center for Hospice Care (CHC) Perinatal 
Bereavement Program 

• Describe recommended responses to parents 
when their baby has received a diagnosis and 
after their baby has died. 

• Provide grief education 
• Provide information on self-care and self-

compassion 
 
 



Center for Hospice Care 
• Hospice & Palliative Care and Bereavement 

Services 
– Mishawaka Office 
– Elkhart Office 
– Plymouth Office 
– La Porte Office 

• Community Bereavement Program 
– No charge for bereavement counseling 

 



The Center for Education & Advance Care Planning offers comprehensive end-of-life 

planning and education resources. Whether you’re a medical professional, a trusted 

advisor or want to learn how to start discussions about end-of-life or advance care 

planning, we can help. 

 

www.educate4endoflife.org  •  searfossc@cfhcare.org •  574.277.4203 

 

http://www.educate4endoflife.org/
mailto:searfossc@cfhcare.org


Center for Hospice Care 
Perinatal Palliative Care Program 

• Referrals can come from the medical community or family 
members  

• Parents and family can meet with a CHC Nurse and CHC 
Bereavement Counselor: Provide support, information, clarify 
family goals, needs & intentions, discuss birth plans, clarify 
communication needs, etc. 

• Ongoing support can be provided during the pregnancy for 
the whole family 

• After the birth, hospice care can be provided  
• After the death, bereavement services    

  are available 
 

 
 

 



 
Caring for Families During and  

After a Perinatal Loss 
 • Provide honest, respectful, and 

compassionate family-centered care 
• Support the creation of birth and advanced 

care plans 
• Listen and anticipate family goals, needs, 

desires and personal intentions 
 



 
What Professional Caregivers Need 

 Self-Care and Self-Compassion 
 

• Care of oneself by oneself 
• Nurturing and caring for your body, mind and spirit 
• Doing daily activities that look after ourselves and avoiding 

harmful things 
• Treating ourselves like we would treat our friends and family 
• 3 core components of self-compassion 

– Self-Kindness 
– Common Humanity 
– Mindfulness 

  
 



What is… Mourning? 

Bereavement?  

The Grief Process? 

Grief? 
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What is Mourning? 

Mourning is “an internal, private, 
or intrapersonal process… and an 
outward, public, or interpersonal 
process…” 

(Corr, Nabe, Corr 2000) 
 

Bereavement is the state of having 
suffered a loss. (Rando 1988) 

 



What is Grief? 
• Grief refers to the process of experiencing psychological, 

behavioral, social and physical reactions to your 
perception of the loss. 

• You experience grief through your feelings, thoughts and 
attitudes, through your behavior with others and through 
your health and bodily symptoms.  

• It is a natural and expected reaction to all kinds of losses, 
not just death. It will come and go and involve changes over 
time. 

• It is based on your perception to the loss. (Rando, 1988) 



The 5 Stages of Grief,  
Dr. Elizabeth Kubler-Ross 

• Denial 
• Anger 
• Bargaining 
• Depression 
• Acceptance 
Grief is not a linear 
process  and more 
contemporary theories are 
utilized with bereaved 
today. 



Meaning Making 
Adapted from Neimeyer & Anderson 

 

• Sense-Making: focused on how to assimilate the 
experience into our understanding of the world or actually 
change our understanding of the world. 

• Benefit-Finding: focused on finding some personal and/or 
higher-order benefit associated with the death of a loved 
person. 

• Identity Reconstruction: focused on how to assimilate the 
experience into our understanding of who we are as 
people or having to actually change our understanding of 
our personhood. 
 
 



Dual Process Model of Coping with 
Bereavement 

Stroebe & Schut (Death Studies, 1999) 

Restoration-
Oriented 

Controlled distraction 
Doing new things 

Attending to life changes 
Denial/avoidance of 

grief 
New roles/identities/ 

relationships 

 

Loss-Oriented 
 

Grief work 
Intrusion of grief 

Breaking bonds/ties/ 
relocation of the deceased 

Denial/avoidance of 
restoration changes 

 

 

Everyday life 
experience 

Oscillation 



Grieving Styles 
Exist on a Continuum 

• Intuitive:  
– Experiences strong affective reactions 
– Adapting involves expression and exploration of feelings 

• Instrumental: 
– Experience of grief is primarily cognitive or physical 
– Expressed cognitively or behaviorally 
– Adapting generally involves thinking and doing 

• Blended Grievers:  
– Share experiences, expressions and adaptation of both styles 

• Dissonant Grievers: 
– Experiences grief one way, but finds it difficult to                 

express it that way 
 

 Adapted from Kenneth Doka 



When a baby is dying or has died 
• One of the most difficult experiences that a parent will ever 

endure 
• No words to explain the depth of despair  
• All hopes, dreams and expectations are suddenly shattered 
• Foundation is broken 
• Impacts parents, siblings, 
    extended family, friends, 
    coworkers, medical staff… 



Definitions and Statistics 

• Be aware of language used and how defining words 
might sound to family 

– Baby or Fetus 

– Spontaneous abortion or miscarriage 

• Be aware of how the use of statistics can impact a 
family 

 

 

 

 



 
As a Professional,  

When a Baby is Dying… 
 • How do you react?  

• What do you do?  
• What do you say?  
• When your patient is dealing 

with a profound, often 
unexpected experience of 
perinatal loss what are your 
feelings?  
 

“As soon as you get into the realm 
of possibility, you need to be much 
more supportive, and take more 
time to explain issues.” 
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As a Professional,  

When a Baby Dies… 
 

• Do you become anxious and hope 
that your instincts will give you the 
magical power you need to support 
the grieving family?  

• Or do you use skills developed 
through studying the grieving 
process and specific approaches 
that are most helpful to bereaved 
parents, children and grandparents?  
 



Conversation Guidelines to Discuss 
End-of-Life Care 

• Set up the conversation 
• Assess understanding and preferences 
• Share prognosis 
• Explore key topics 
• Close the conversation 
• Document your conversation 
• Communicate with key clinicians 

Adapted from Serious Illness Conversation Guide 

 
 

 



Best Patient Environment 
Bessel A. Van der Kolk, M.D. 

• Slow down before you begin (breathe, take inventory, 
read notes) 

• Know what you must say and with whom you will be 
speaking 

• Create sanctuary within the chaos (privacy, quiet) 

• Reach out warmly and keep assumptions in check 

• Sit down, lean in, maintain eye contact, speak slowly 

 



Best Patient Environment 
Bessel A. Van der Kolk, M.D. 

• If breaking bad news, know your first words will be forever 
etched 

• Notice your own internal reactions to what’s happening 
• Allow for silence (your own anxiety may cause you to talk 

too much) 
• Remember: the patient brain is trying to catch up; so slowly 

observe 
• Avoid rushing to problem solve, but be prepared with 

resources 
 



Rapport  
Building 

In the field of perinatal bereavement, one 
must establish almost instant rapport, a 
delicate art form to be sure. Verbal and non 
verbal messages must match as you listen 
for understanding. When the patient 
responds to your open-ended questions, 
consider responding in the following way: 

 



Rapport Building 
Susan M. Johnson, Ph.D. 

• REPEAT key words and ideas; this differs from 
paraphrasing “this hurts so much you can’t 
breathe; breathing is hard right now” 

• IMAGES used by the patient are reflected back 
exactly as stated “you’ve already painted the 
nursery, the nursery is ready” 

• SIMPLE phrases are used for responding “you are 
scared” “this is shock”  
 



Rapport Building 
Susan M. Johnson, Ph.D. 

• SLOW the process down by slowing the pace of 
your words “its hard to take this all in (pause), its 
so hard to hear (pause)” 

• SOFT voice and soothing tone are employed to 
reduce external input 

• PATIENT words are used in a supportive and 
validating way “you already love this baby” 

 



 
What Parents Need from their 

Healthcare Team 
 • Creation of sacred space for them and their 

baby 

• Recognition of their baby as special 

• Preservation of normalcy 

• To feel cared for and connected to their baby  

• To have some/any control whenever possible 

 



What Parents Need from their 
Healthcare Team 

• Families are not the “visitors” and should not be treated 
as such. It’s their child that has died or is dying.  

• Do not forget about the fathers; they are also grieving.  

• Bereaved parents never forget the understanding, respect 
and genuine warmth they received from caregivers, 
which can become as lasting and important as any other 
memories of their lost pregnancy or their baby’s brief life. 



 
At a Loss for Words: Helpful 

 • I am so sorry 

• Some parents find that ___ is helpful; 
would you like to try that? 

• Your baby is beautiful 

• Do you see any family resemblance? 

• This isn’t what you expected… 

 



At a Loss for Words: Hurtful 

• It was not meant to be 

• It was for the best 

• You are young; you can have another baby 

• Better for this to happen now, before you 
knew the baby 

• Over time you will forget your baby 

• Your baby is in a better place 

 



‘Sometimes love is for a moment,  
Sometimes love is for a lifetime, 

Sometimes a moment is a lifetime.’ 
~Unknown 
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How the Medical Team  
Copes with Death 

• May feel ill prepared to help support bereaved 
families. 

• Feelings of shock, self doubt. 

• May struggle to support family when they are not 
prepared for their own emotional response. 

• Inevitably question the quality of care delivered.  



How the Medical Team  
Copes with Death 

• At risk of losing empathy. 

• May externalize the loss or become a little numb.  

• Can use morbid sense of humor…used as a 
defense mechanism. 

• Support is effective if provided in the 
workplace…listening ear and encouragement 
from peers and seniors. 



 



Self Care: Benefits of this work 

• Helping to facilitate an appropriate 
death 

• Positives from serving others 

• Providing support at a difficult time: 
parents and family remember the 
caring and compassion received 

• Sense of community 



When is help needed for the 
helper? 

• Self Care activities are not helping, not able to do 
them 

• Experiencing stress that impacts functioning 
– Physical: fatigue, chills, unusual thirst, chest pain, 

headaches, dizziness 
– Cognitive: uncertainty, confusion, nightmares, poor 

attention/decision making ability, poor 
concentration/memory, poor problem solving activity 

www.osha.gov/SLTC 



When is help needed for the 
helper? 

• Experiencing stress that impacts functioning 
– Emotional: grief, fear, guilt, intense anger, 

apprehension and depression, irritability, chronic 
anxiety 

– Behavioral: inability to get rest, withdrawal, antisocial 
behavior, increased alcohol use, change in 
communications, loss/increase in appetite 

 
www.osha.gov/SLTC 



Who can Help? 

• Talk with team 

• Talk with supervisor 

• Call and talk with a bereavement counselor 

• Use an EAP program 

• Talk with your usual supports outside of 
work 

• Refer to Self Care Activities Checklist 



Resources 
• Book: A Gift of Time by Amy Kuebelbeck and Deborah L. Davis, PH.D.  

Continuing you pregnancy when your baby’s life is expected to be brief.  

 
• Film: Some Babies Die. 

 A poignant film that chronicles the response of two families to the death of 
their baby/babies and the support given by professionals. 

 
• Film: Return to Zero.  
       Based on a true story of love, loss and hope. A couple discovers         
       their son has  died in the womb and will be stillborn. 

 



Resources 
• Gerner, C.K. (2009). The mindful path to self-compassion: 

Freeing yourself from destructive thoughts and emotions. 
Guildford Press 

• Neff, K. (2011). Self-Compassion: The proven power of being 
kind to yourself. Harper Collins. 

• McGonigal, K. & McNamara, S. (2012). The Neuroscience of 
Change: A Compassion-based Program for Personal 
Transformation. 

• www.self-compassion.org 
 

http://www.self-compassion.org/
http://www.self-compassion.org/
http://www.self-compassion.org/


Resources 
• www.perinatalhospice.org 
• www.nhpco.org National Hospice and Palliative Care Organization 
• www.dougy.org The National Center for Grieving Children & 

Families 
• www.childrengrieve.org National Alliance for Grieving Children 
• www.mghpact.org Providing parent guidance consultations to 

parents with cancer and their partners 
• www.mindfulnessandgrief.com 
• www.missfoundation.org A community of compassion and hope for 

grieving families 
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‘Our love is worth every tear’ 

~ Dr. Joanne Cacciatore 
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