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A Gift of Time

Continuing your pregnancy following a terminal prenatal diagnosis

A new book from 

Amy Kuebelbeck, M.A., author of Waiting with Gabriel 

Deborah L. Davis, Ph.D., author of Empty Cradle, Broken Heart 

and Loving & Letting Go
Dear Parents,

We are in the process of writing a book that will support parents who continue a pregnancy after receiving a prenatal diagnosis of their baby’s ultimately fatal condition. The book will accurately, sensitively, and compassionately portrays the needs, experiences, and emotions parents have, as well as provide practical suggestions for coping, decision-making, and meaningfully planning the time before the baby’s death. For the bulk of our research, we need to hear from parents who are willing to write or tell us about their experiences. We will pull incisive quotes from parents’ narratives, so that other parents who read it will find themselves reflected, and know that they are not alone. 

If you are interested in contributing your words to this project and perhaps be quoted in our writings, we'd like to invite you to write about your experiences and your feelings around your pregnancy and parenting of your baby. 

We also welcome journal entries, material on Web sites, birth plans, and any additional information you would be willing to share with us.

We’ve gathered a list of questions below that that you can answer directly or use as guidelines to tell us about your baby's life and death, the decisions you faced, and your experiences as a mother or father to your baby. Describe the details are important to you and share whatever is relevant to you. Don’t worry about length or quality—however long or short, polished or rough, whatever you send to us will be gratefully accepted. Know that we value your contributions, and appreciate your desire to help future parents who will go down this road. You are a beacon of hope to them. 

With sympathy and gratitude,

Amy & Debbie

Web site: 
www.perinatalhospice.org

E-mail:

info@perinatalhospice.org

PERMISSIONS for A GIFT OF TIME

I, (your name here) _______________________________________ grant permission for Deborah L. Davis and Amy Kuebelbeck to quote me in their writings and educational presentations. My quotes may be edited for clarity, and many identifying details, such as surnames, locations, health care provider’s names, brand names, medical specifics, will not be included.  In granting this permission, my words still belong to me, and I may use them in any way I choose.

Do we have your permission to use your first name?  _____yes   ____no

Your first name, as you want it to appear:__________________________

In case there is another parent who shares your name, is there an alternate spelling or nickname we can use for you? __________________________________

Do we have your permission to use your baby’s name? ______yes  _______no

Your baby’s name, as you want it to appear:____________________________

Do we have your permission to use the first names of friends and family members in your narrative? ______yes  _____no

Do you wish to have your full names and your baby’s full name listed in the Acknowledgments or an “In Memoriam” section of our book? _____yes _____no

If yes, your full name(s) and your baby's full name(s): _____________________________

_______________________________________________________________________

Your name ______________________________________________________________

Address ________________________________________________________________

_______________________________________________________________________

_______________________________________________________________________

Phone number____________________________________________________________

E-mail __________________________________________________________________

QUESTIONS for A GIFT OF TIME

Please return your responses to us via e-mail at info@perinatalhospice.org.

 Please put "A Gift of Time" in the subject line. Thank you.

GETTING STARTED ...

We are interested in your experiences and emotions during 

· your pregnancy, 

· your baby’s birth, 

· your baby’s life and death, and 

· your grieving and adjustment since your baby’s death.  

First, some optional details that we’d like to know about you and your baby. If you had twins, triplets, or more, please answer these questions for all of your babies. 

Baby girl or baby boy? ____________________________________

Diagnosis? ________________________________________________________

Cause of death? ____________________________________________________

Gestational age at birth? _____________________________________________

Age at death? ______________________________________________________

How much time has passed since your baby's birth and death? _______________

GETTING GOING ...

On the next two pages, you’ll find 11 open-ended questions that we ask parents.  Underneath each question are guides-- additional questions that you might find meaningful to elaborate on as you answer each open-ended question.  Again, please describe the details that are important to you and share whatever is relevant to you.

Please create the space you need between questions to fill in your responses. 

Please share with us your experiences and your emotions with regard to the following: 


Your Pregnancy

1) Tell us about your pregnancy with this baby.

a) What was your pregnancy like before you received the diagnosis?

b) When did you first realize there were problems and/or received a diagnosis? 

c) What that time was like for you and your partner?

d) What were the options that were presented to you by the doctors? 

e) What were you told (if anything) about support available to help you continue your pregnancy?

f) What were you told (if anything) about the option of perinatal hospice?

g) Describe your decision-making process, what helped, what didn't help, and how it felt. 

h) How did the decision-making process work for you and your partner?

i) Describe the reactions of your friends and family to your plight—what helped and what hurt?

2) Tell us about the rest of your pregnancy, after you decided to continue your pregnancy.

a) What emotions did you experience, and how did you cope? 

i) What kind of worries and fears did you have for your baby? 

ii) What kind of worries or fears did you have for yourself or others in your family?

iii) What kind of hopes did you have for your baby? For yourself? For your family?

b) What medical situations and decisions did you face during the rest of your pregnancy? 

i) How was your medical/prenatal care?

ii) Were there any formal or informal services for families in your situation? 

iii) Were there any concerns about your own health?

Your Baby's Birth

3) Tell us about the plans you made for your baby’s birth and life.

a) Did you create a birth plan? Tell us about it. 

b) Describe the plans you made for your baby's after-birth care, and the support you received around these plans.

c) What kinds of medical decisions did you need to make in advance for your baby?

4) Tell us about your labor and delivery.

a) What was labor and delivery like for you?

b) How did it compare to what you'd planned for? 

c) What was it like to see your baby for the first time? What do you remember seeing?

5) Tell us about the time you were able to have with your baby, right after birth.

a) What was this time like for you?

b) How did it compare to what you’d planned for?

c) What was your postpartum care and recovery like for you?

Your Baby's Life and Death

6) Tell us about your baby’s life between birth and death.

a) What was that time like for you? 

b) How did it compare to what you’d planned for?

c) Describe any unexpected circumstances or changes in care decisions.

d) Was your baby able to leave the hospital?

e) Were you able to have people important to you spend time with your baby?

f) What are your most cherished memories of your baby's life, before and after birth?

7) Tell us about your baby's death. 

a) What were the circumstances of your baby's death? What was that like for you?

b) How did your baby’s dying and death compare to what you'd expected? 

c) Who was with your baby at the time of death?

After Your Baby’s Death

8) What has this time, since your baby’s death, been like for you?

a) What emotions have been especially painful for you and how have you coped?

b) What situations have been especially painful for you and how have you dealt with them?

c) Do you have any regrets? How have you tried to make your peace with them?

9) What has helped you affirm and honor your baby's life and your love for this child? 

a) Tell us about any funeral, memorial service or ways you have chosen to honor your baby's memory.

b) Tell us about any photographs or keepsakes you were able to receive.

i) What do they mean to you?

10) If enough time has passed, what has helped you make meaning and find peace?

a) Tell us about your spiritual philosophies about life, death, and love that have helped you survive. 

b) How have your beliefs, ideas, and feelings about the situation changed over the course of your pregnancy or your baby’s life?

11) If you could reach back in time and say something to yourself on the day of the diagnosis, what would you say?

12) Is there anything else you would like to share about your experiences, yourself, or your baby?

We are deeply grateful for your willingness to share your story. We hope you will find sharing your story, and helping light the path of others who will come after you,

to be another way of honoring your baby.

Please return your responses to us via e-mail at info@perinatalhospice.org.

 Please put "A Gift of Time" in the subject line. Thank you.
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