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Abstract

Purpose: Implementation of a comprehensive perinatal hospice program at a large academic medical center. 
Background:  In 2017 the Nebraska Unicameral passed Legislative Bill 506; Compassion and Care for Medically Challenging Pregnancies Act; to provide duties for the State Child and Maternal Death Review Team. This bill requires physicians to inform patients, whose infants are diagnosed with a life-limiting anomaly, of the option of perinatal hospice and requires the Department of Health and Human Services to provide an up-to-date information sheet containing contact information for perinatal hospice programs within the state. Studies suggest that families enrolled in perinatal hospice programs are better prepared for the birth of their child and have increased satisfaction with their experience during the life of their child. This large academic medical center is currently listed on the registry as having a hospice program but did not have a formal program in place. 
Methods: Project interventions were developed based upon current literature and were adopted and implemented with feedback by the stakeholders. The process began with formation of an interdisciplinary team including Neonatology, Neonatal Nurse Practitioner, Maternal Fetal Medicine, Palliative Care, Social Work, Child Life Specialist, respiratory therapist, care coordinator, geneticist, chaplain, labor and delivery nurses and NICU nurses. Next, processes were developed including: a referral process from the maternal fetal medicine clinic, a process for coordinating perinatal hospice conferences between the family and interdisciplinary team; development of documentation describing birth plan, a plan for ongoing communication amongst the team and all involved in care, and follow-up with the family throughout and after the process. Education for nursing and the interdisciplinary team occurred. Electronic record documentation and order set were prepared. A parent questionnaire which assessed for patient satisfaction was developed to be administered to parents after the experience as well as a parent bereavement follow-up process; which includes phone calls at 1 month, 6 months and 1 year. Lastly, referral and data were to be collected on a monthly basis.
Results:  Although, the Perinatal Hospice program has been implemented and accepting referrals, it has yet to receive any due to the reluctance of the Maternal Fetal Medicine team to consult us without a lethal diagnosis. 
Discussion: There was a great need for a perinatal hospice program at this large academic medical center, however the referral to the perinatal hospice program needs to be consistent by all providers. Future research could evaluate the parent’s experience long term, the hospice teams experience and the effectiveness of the referral process. Future data collection might include an assessment of who would have qualified for the program but was not referred. The language of “hospice” tends to be a deterrent for referral, ultimately antenatal palliative care might be a better approach in which these conferences could be occurring with families who have premature rupture of membranes or delivery at viability. This facility has had an increase in infants with Trisomy 13 and 18 deliveries and however, with improved quality of life, these infants are being transferred to another facility for cardiac surgery.
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Implementation of a Perinatal Hospice Program at Nebraska Medicine
Pregnancies with a life-limiting complication occur with substantial frequency in the United States. According to the Centers for Disease Control and Prevention, 137.1 per 100,000 live births are born with congenital malformations, deformations, and chromosomal anomalies that are life-limiting (Mathews, MacDorman & Division of Vital Statistics, 2010). Widger et. al. (2016) estimates that forty to eighty–five percent of families with a pregnancy affected by a life-limiting condition will choose to continue their pregnancy until birth. The goal of a perinatal hospice program is to provide comprehensive services from diagnosis to delivery for the family of an infant whom will likely die at birth or shortly after.
Background and Significance
Families without access to hospice services often have a poor experience in the hospital, due to limited end-of-life care training provided to the bedside nursing staff. This lack of proper training, limits nurses’ ability to provide the resources the family needs. Additionally, it is common that the birth plan is not known or communicated effectively amongst the team, leading to missed opportunities for family bonding and having their specific requests met. Lastly, if the infant survives and needs to be discharged there may be a lack of understanding regarding the resources needed after discharge, further complicating the process. For a family expecting the death of their child, it is optimal for their care to begin at diagnosis (Calhoun et al., 2003). Thirty percent of those infants born alive will live past seventy-two hours of life, requiring discharge from medical facility and continuation of palliative care services within the home (Leong Marc-Aurele, K., & Nelesen, R. (2013).
Families affected by pregnancies with life-limiting conditions benefit from a compassionate approach. Newborns of any gestational age can be affected by pain and discomfort (Balaguer, et. al., 2012). Life-limiting conditions include, but are not limited to: anencephaly, open spina bifida, exomphalos, Edwards Syndrome (trisomy 18), Patau Syndrome (trisomy 13), serious cardiac anomalies, bilateral renal agenesis, and lethal skeletal dysplasia. Ninety-two percent of life-limiting anomalies are diagnosed at the time of the first or second trimester ultrasound, using a fetal magnetic resonance imaging (MRI) to corroborate ultrasound findings (Breeze & Lees, 2013). Life-limiting conditions increase the likelihood of premature birth. If malpresentation is present, a caesarian section may be necessary, therefore; affecting promotion of mother-infant bonding and decreasing the time spent with the family prior to death (Breeze & Lees, 2013). 
The Nebraska Unicameral passed Legislative Bill (LB) 506; Compassion and Care for Medically Challenging Pregnancies Act; to provide duties for the State Child and Maternal Death Review Team (2017). This bill requires physicians to inform patients, whose infants are diagnosed with a life-limiting anomaly, of the option of a perinatal hospice team and requires the Department of Health and Human Services to provide an up-to-date information sheet containing contact information for perinatal hospice programs within the state (LB506, 2017). This large academic medical center is currently listed on the registry as having a hospice program.  The resources have always been available at this institution but there was a lack of organization and leadership to provide a functioning program for qualifying families. Healthy People 2020 has goal MICH-31, which strives to increase the proportion of children with special health care needs who receive their care in family-centered, comprehensive, and coordinated systems (Office of Disease Prevention and Health Promotion, 2018). 
A comprehensive perinatal hospice team can improve family-centered care, mother-baby bonding, and overall patient satisfaction. According to Balaguer, et. al. (2012) a comprehensive palliative care program includes: pain management, comfort care, maternal bonding, family-centered care, mental health support, and integrative care established in the antenatal period. A comprehensive perinatal hospice team is interdisciplinary and may include a Perinatologist, Neonatologist, Palliative Care, Geneticist, social worker, nurses, chaplain, child-life specialist, neonatal nurse practitioner and bereavement coordinator. By involving a hospice team shortly after diagnosis, they can help coordinate communication to all pertinent parties, help the family determine a birth plan, and coordinate any other care as needed. Allowing families to make decisions in the care of their unborn infant is of the utmost importance in a hospice plan of care (Ramer-Chrastek & Thygeson, 2005). This plan should include defined hospice care of the patient and family in the antenatal, perinatal, and postnatal periods (Breeze & Lees, 2013). The plan is centered on the needs and desires of the family, which “rely on more personal values and beliefs than survival or disability data” (Leong Marc-Aurele, K., & Nelesen, R., 2013). The authors argue that “more time allowed with the hospice team would better prepare for the precious and potentially quick moments with their babies in pregnancy and delivery” (2013). Early involvement with a hospice team allows for “less-aggressive interventions at birth” and earlier enrollment into a palliative care program if the infant survives the immediate postnatal period (Widger, 2016).
A comprehensive perinatal hospice program requires education for all members of the team, especially the bedside nurses who will have direct interaction with the patient and their family. The largest barrier to successful perinatal hospice care is ample education for the medical team and communication of the family’s needs (Korzeniewska-Eksterowicz et al. 2013). Specialized childbirth classes are needed to prevent unintentional harm to families that will be losing a child and to educate about birth scenarios specific to their situation (Ramer-Chrastek & Thygeson, 2005). Technology may be necessary to offer families the opportunity to have remote family members present during and after delivery (Pugh & Ives-Baine, 2012). Child-life specialists will also need to be available to discuss diagnosis and expectations with siblings. Music Therapist can provide unique musical keepsakes with the fetal heart developed by the families, guided imagery and relaxation for the family, as well as a doppler recording of the heartbeat.
Clinical Problem Statement: The state of Nebraska requires hospitals offering perinatal hospice to be part of a registry; however, this large academic institute did not have a structured program.  A formal program with outlined structure for a perinatal hospice team would provide best care practices for families with a pregnancy diagnosed with a life-limiting condition.
Conceptual Framework
	The conceptual framework that guided this project is A Model for Change to Evidence-Based Practice by Mary Ann Rosswurm and June Larrabee (1999) (Appendix A). This theoretical framework had six steps that were applied to better understand the problem and the need for a standard-of-care change. Beginning with assessing the need for the practice change and included collecting and comparing data collected from external and internal sources. The second step was to link the possible interventions with the outcomes by selecting outcome indicators for potential interventions. After determining the correlation, synthesis occurred to find the best evidence. Next, the design of the practice change was created and further implemented and evaluated. 
	Table 1: Application of the Model: Evidence-based Protocol for a Perinatal Hospice Program

	Step 1: Assessed need for change
· Discussed the current treatment for infants with life-limiting conditions with nurses and the medical team
· Collected internal and external data on patients with life-limiting condition and their care
· Compared data in a benchmarking database
· Assessed the knowledge about specific needs of families with an infant with a life-limiting condition
· Identified the need for a perinatal hospice program

	Step 2: Linked problem with interventions and outcomes
· Determined need for perinatal hospice protocol
· Developed an education plan for the interdisciplinary team involved in the care
· Identified patient satisfaction as a measurable outcome

	Step 3: Synthesized best evidences
· Reviewed literature on perinatal hospice programs and infants with life-limiting conditions


	Step 4: Designed a change in practice
· Designed a perinatal hospice protocol based on the evidence including; referral criteria, perinatal hospice conference, birth plan, staff education, and phone call follow-up
· Designed evidence-based education for the interdisciplinary team 
· Developed an evaluation metric for patient satisfaction
· Developed an order set and documentation in computerized charting

	Step 5: Implemented and evaluated the practice change
· Implemented the perinatal hospice program in maternal-child unit
· Monitored the use of the protocol
· Referral data collection protocol determined

	Step 6: Integrated and maintained the change in practice
· Reviewed the protocol with the interdisciplinary team for feedback
· Presented evidence-based protocol on research day



Key terms: 
Life-limiting condition – is defined as a condition in which there is “no reasonable hope or cure which children will ultimately die prematurely” (Fraser, Miller, Aldridge, et.al., 2011).
Hospice – is a “collaborative team approach” to care for patients at the end of life “guided by a philosophy to die pain free and with dignity” (Lindley & Newman, 2016).
Perinatal Palliative Care – is a “collaborative model providing care to fetuses diagnosed with life-limiting conditions along with supportive care to parents” (Wool & Dudek, 2013).
Literature Review
Evidence Base
	The perinatal hospice process begins when a life-limiting diagnosis is made in the maternal fetal medicine clinic. Studies show that more time with the perinatal hospice team results in the family being better prepared for the birth and death of their child (Marc-Aurele, 2014). At the time of diagnosis, the perinatal hospice team care coordinator is needed to consult with the hospice team to gauge their ability to provide the necessary support to the family. If the family decides to participate in the perinatal hospice program, a conference with the team is held. The prenatal conference would provide thorough discussion of prognosis to better understand the diagnosis (Calhoun et al., 2003). The hospice team members include: maternal fetal medicine physician, neonatologist, bereavement coordinator, social work, child-life specialist, respiratory therapist, geneticist, nurse and chaplain. During the conference the team discusses expectations for birth, a birth plan, potential discharge, preparation for the death of the baby and bereavement follow-up (Roush et al., 2007). There are irrefutable benefits for the family to be able participate in the plan of care for the short time with the live infant and allow deliberations of options available at delivery (Roush et al., 2007). The social worker and chaplain provided spiritual psychosocial support to the family (Roush et al., 2007). The child-life specialist is able to work at a developmentally appropriate level with siblings to provide support during the pregnancy and birth (Roush et al., 2007). The geneticist will be involved during pregnancy and post-delivery to confirm the diagnosis by using genetic testing, a post mortem exam, and/or cytogenetic testing (Breeze & Lees, 2013).  Genetic counselors are often underutilized in perinatal hospice programs and are an integral part of the team with the ability to offer support because they are “trained to clarify the families’ understanding of the diagnosis in a nonbiased fashion, answer questions, and take the time to provide accurate information about all of their options” (Wool & Dudek, 2013, p. 539).
	A large component of this program is the education of the hospice team and nursing staff. It is necessary for the healthcare providers to understand and to teach them the specific needs of the families enrolled in this program. The education needed includes the End-of-Life Nursing Education Consortium (ELNEC) pediatric curriculum that is evidence-based and specific for perinatal and neonatal hospice concerns. This education will provide the healthcare team with the communication tools, knowledge of pain relief, symptom management, ethical/legal concerns, spiritual and psychosocial needs of the patient and their family (Malloy et al., 2006). Facilities that have implemented ELNEC curriculum have shown to have improved end of life (Malloy et al., 2006). Most nursing and medical curricula do not educate on the basics of palliative care, despite several recommendations to incorporate it into the basic principles covered in education (Malloy et al., 2006). To facilitate ongoing education, it is necessary for the hospice team to have a debriefing after each case to discuss the case, what was done well, and what could be done better.
	Purpose Statement: Implementation of a perinatal hospice program at a large academic institute for families with pregnancies diagnosed with life-limiting illness which chose to continue their pregnancy. 
AIMS included: 
1. Development of a referral process for perinatal hospice 
2. Implementation of a process for coordinating a perinatal hospice conference between the family and interdisciplinary team including; designing a birth plan, and a plan for ongoing communication amongst the team and family and follow-up. 
3. Provide education for the interdisciplinary and nursing teams affecting the care of a perinatal hospice patient. 
4. Develop an electronic record documentation, hospice, and palliative care order set. 
5. Develop a parent questionnaire to assess for patient satisfaction and guidelines for administration of questionnaire to parents after the experience. 
6. Implement a parent follow-up bereavement process; which includes phone calls at 1 month, 6 months and 1 year. 
7. Documentation of referrals and data on a monthly basis.
Implementation 
The perinatal hospice program began with the initiation of Nebraska LB 506 in 2017. This large academic medical center had registered themselves as having a formal program but needed to formalize the process. With buy-in from the head of Maternal Fetal Medicine implementation of perinatal hospice program begin. First with the literature review providing best practices for a perinatal hospice program and a discovery of what resources were available at the center. A meeting with the Pediatric Palliative Care team was held but was not fruitful as they didn’t have the resources to participate at this time. Networking occurred with the adult palliative care team at this academic hospital and they served as a resource for structure of the program and an introduction into ways to learn more about perinatal hospice. A local non-profit also held a conference on perinatal hospice care in which several nurses attended and later became integral parts of the interdisciplinary team because of their passion for bereavement care. After a thorough review of the literature a proposal was written and shared with stakeholders.
A meeting was set up with the stakeholders; Chair of Neonatology and Maternal Fetal Medicine to discuss the best approach to a referral process. A process was determined to include anyone with premature prolonged rupture of membranes (PPROM) 20-24 weeks gestational age, maternal illness which might result in early delivery, or any pregnancy with a life-limiting diagnosis.  The referral process was later reviewed by the entire interdisciplinary hospice team to ensure we were thinking of all aspects that should be included. Final approval was given by the Neonatologist and Maternal Fetal Medicine doctors.
Next a formal interdisciplinary hospice team was determined to include Maternal Fetal Medicine, Neonatologist, Psychologist, Geneticist/genetics counselor, Social Work, Chaplain, Child Life Specialist, Music Therapist, Pharmacy, Respiratory Therapy, L&D nurse, NICU nurse, discharge care coordinator, and NNP who will serve as the coordinator of the hospice team. Feedback was obtained on the process for coordinating a perinatal hospice conference between the family and interdisciplinary team including; designing a birth plan, where the meetings would be held, and evaluating all the skills in which each discipline could provide the family. The birth plan is used as an outline for asking questions during the care conference and when the family’s decisions are finalized the plan is communicated to all members of the family’s team.  Next a presentation of the proposal to the Neonatology division to recruit those passionate about end of life care for the interdisciplinary team. Four Neonatologist were interested in being involved.
As the project continued Palliative Care became interested in participating. A meeting was held with the stakeholders and additional palliation doctors where they determined that they would like to be involved and help facilitate the care conferences. They provided suggestions for staff education, resources for the team and networking with point people that actively work with their team at another facility. The beginnings of this relationship have allowed for palliative care to expand into the NICU and anticipate that it will also expand into antenatal care in the future.
Next education for the interdisciplinary and nursing teams was implemented. The Pediatric Palliative Care team recommended an educational program which had been implemented at another center in the area. This education gave a general overview of palliative and hospice care and discussed communication skills for giving bad news and during the end of life. The original creation of this education served to educate community hospitalist and pediatricians but worked significantly well as a baseline education on palliative and hospice care. This education included ELNEC as a resource. This education was borrowed with permission from authors M. Anspacher MD, A. Burd, DNP, J. Stroh, MD, and R. Conroy MD. The education was offered to all NICU and labor and delivery nurses at two staff meetings and as a lunch and learn on both day and nightshifts. Continuing education has included sharing of journal articles and a quarterly journal club.
Referral to the perinatal hospice program began at diagnosis (see Appendix B – Referral to Perinatal Hospice Process). If there was a prenatal diagnosis of a life-limiting condition, the perinatal hospice team was to be consulted and a meeting held by 28 weeks, or as soon as possible. After an official perinatal hospice referral several meetings occurred with members of the comprehensive team based on the needs of the family.  Initial discussions included understanding the diagnosis with targeted discussion around creation of a birth plan (see Appendix C – Palliative Care Birth Plan) and providing support for any needs of the family that may have arisen. A template was created for documenting the birth plan adapted from Palliative Care Plan at Children’s National Hospital which was written by one of the Pediatric Palliative Care physicians. The birth plan includes an outline of topics to discuss with the family, including a thorough review of all the possibilities during diagnosis, labor, postpartum, memory making, and after life care. This document is used as a framework to include all options but is intended to help with discussion and not to be seen by the family. The family’s choices will then be documented in the medical record and dispersed to their medical team. 
A perinatal hospice order set (see Appendix D – Electronic Order Set) was designed and created in the electronic record. The order set was approved by the Neonatologist and all other committees necessary for implementation of an order set in this academic facility. Technology needs were assessed for all providers on the team and all parties have access to both outpatient and inpatient electronic medical record, so communication can be documented despite where the initial care conference is held. The order set and template were shared with the NICU providers and have been used with ease for palliative care patients in the NICU.
Upon admission for delivery, the perinatal hospice team provided the care to the laboring mother. The birth plan was followed, and arrangements were made based upon the infant’s status. Order sets were developed and made available to utilize when the patient is born. If appropriate, discharge planning was initiated and completed by the bereavement team. Comfort care was provided to the infant throughout their life and the family’s desires fulfilled during this time. Child-life specialists are available to talk to siblings throughout the care of family and the chaplain is available for the family’s spiritual needs.
The Revised Quality of Children’s End-of-life Care Instrument (see Appendix E) and was simplified to five questions and used with permission (see Appendix F – Permission to Use Instrument). The protocol for assessment of patient satisfaction and guidelines for administration of questionnaire to parents after the experience was outlined and approved by the perinatal hospice team. The bereavement follow-up process was outlined with the help of the pediatric palliative care team. This process was a combination of current bereavement process in the NICU and maternity ward but formalized. This includes following up with families at 1 month, 6 months, and the year anniversary of their infant’s death
The Bereavement Follow-Up protocol (Appendix G) was initiated after the discharge or death of the patient. It included contact with the family, initially by card and then by follow-up telephone calls at 1 month, three months, six months, and 1 year after death. These calls may be completed by a nurse that had a close relationship with the family or the hospice coordinator. The conversations provide support to the family and allow for any additional resources to be given as needed. These communications will be documented in the medical record.
Setting, Target Population 
This protocol occurred in a large academic medical center in the Midwest, in the maternal medicine clinic, maternal child unit, and neonatal intensive care unit. The target population was families with pregnancies diagnosed with life-limiting illness which chose perinatal hospice care. Human subjects were protected during the implementation of the perinatal hospice protocol, all patient information remains confidential and no patient identifiers were used in the data collection process. IRB approval was obtained.
Instruments/Tools/Measures
The patient satisfaction survey (see Appendix F – Parental Satisfaction and Quality Indicators of Perinatal Palliative Care Instrument) was borrowed with permission from Dr. Wool It will be utilized by the hospice team to assess families experience with palliative care. Next, after each case the team with go through a debrief process were, they will be provided necessary support and allow for feedback on all aspects of the hospice process. Feedback will be used to revise the process periodically.
Data Collection Procedure for Future Evaluation
The data collection process (see Appendix H) was determined to review the referrals made to the program. Data collected will include the following demographic information: gestation at referral, diagnosis, dates of perinatal hospice meetings, time from referral to birth, gestational age at birth, date of death, duration of palliative care, diagnosis and number of perinatal hospice team visits. Data collection will also include patients that fit criteria for referral to the program but were not referred. This process is the fifth step of the Evidence Based Practice Model and will be utilized in the future when patients are enrolled in to the hospice program (Rosswurm & Larrabee, 1999). 
Results
The referral process will be reviewed by key stakeholders and may be updated on an annual basis. The referral process will also be educated at obstetric grand rounds to have a broader dissemination of information.
Twenty-nine nurses received the education and ongoing education has continued on the units including, a monthly email with journal article, palliative care journal club and the addition of palliative care resources to the NICU library. Eleven medical team members participated in the first quarterly journal club. This education will be offered again as requested by the nurses and the journal clubs will continue on a quarterly basis.
The order set has been implemented and is being used in the NICU with success for palliative care patients. It will be updated and evaluated on a yearly basis.
The patient satisfaction survey will be used to assess the program when there is a patient referred.
The bereavement process will be implemented and adjusted based up ability to follow-up with families and their specific needs.
Although, the Perinatal Hospice program has been accepting referrals, it has yet to receive any due to the reluctance of the Maternal Fetal Medicine team to consult us without a lethal diagnosis. 
Discussion and Conclusion
Implementing a Perinatal Hospice team at this academic institute has been an easily adapted protocol. The comprehensive interdisciplinary team was eager to improve the patient outcomes of families affected by life-limiting diagnosis. 
There have been some limitations of this change of practice including limited referral in to the program. Referral into the perinatal hospice program needs to be consistent by all providers. The Perinatal Hospice team must be consistent in providing care to families. Future plan to evaluate the parent’s long-term experience , the hospice teams experience and the effectiveness of the referral process. The language of “hospice” tends to be a deterrent for referral, ultimately antenatal palliative care might be a better approach in which these conferences could be occurring with families who have premature rupture of membranes or delivery at viability. Infants with Trisomy 13 and 18 are having improved quality of life and have been delivered and transferred for cardiac care locally.
There is limitation when using the term “hospice” by providers because they don’t feel that the care could be helpful in cases unless death is imminent. The education provided to NICU staff has created a culture around hospice that will influence this limitation of language around hospice care. Education provided to the nurses has helped them to better communicate to families during difficult times. 
Future data collection could include following data of patients that could have benefited from the hospice team approach and integrating an antenatal palliative care team approach during pregnancy.
Summary
	A comprehensive perinatal hospice team can increase patient satisfaction for families whose baby’s will die at or shortly after birth. By providing education to all parties taking care of these families, communication can be improved and will provide greater satisfaction for the families. They will know what to expect during their hospitalization and have a greater role in the care of their baby. Continually assessing the referral criteria and protocol will be important to ensure that the perinatal hospice team is being used appropriately. Bereavement support for these families is longitudinal and providing support and resources throughout their grieving process is an important part of the perinatal hospice approach.
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Appendix A
ASSESS
NEED
LINK 
SYNTHESIZE
DESIGN CHANGE
IMPLEMENT & EVALUATE
INTEGRATE & MAINTAIN
· Include stakeholders

· Collect internal data about current practice

· Compare internal data with external data

· Identify problem
· Use Standardized classification systems and language

· Identify potential interventions and activities

· Select outcome indicators

· Search research literature related in major variables

· Critique and weigh evidence

· Synthesize best evidence

· Assess feasibility, benefits, and risk
· Define proposed change

· Identify needed resources


· Plan implementation process

· Define outcomes
· Pilot study demonstration

· Evaluate process and outcome

· Decide to adapt, adopt, or reject practice change
· Communicate recommended change to stakeholders

· Present staff in-service education on change in practice

· Integrate into standards of practice

· Monitor process and outcomes
A Model for Evidence-Based Practice
Rosswurm & Larrabee, (1999), Image: Journal of Nursing Scholarship, 31, 4, p. 318




















Appendix B
Referral to Perinatal Hospice Process
1. OB/MFM diagnosis of lethal fetal anomaly, infant PPROM >20 weeks or might have early delivery due to maternal illness.
2. Perinatal Hospice program discussed with the family by MFM including pamphlet information with contact information of the care coordinator.
3. Perinatal Hospice Coordinator to meet with patient during next appointment if interested in more information.
4. Family decides to continue pregnancy and formal referral is made to Perinatal Hospice Team.
5. Communication of the case to Perinatal Hospice Team via email.
6. Conference is scheduled with the family and team including: Maternal Fetal Medicine, Neonatologist, Palliative Care, Psychologist, Geneticist/genetics counselor, Social Work, Chaplain, Child Life Specialist, Music Therapist, Pharmacy, Respiratory Therapy, L&D nurse, NICU nurse and NNP Coordinator to discuss prognosis and options for the birth plan. The providers at the conference will be determined on the specific family needs.
a. If outpatient: conference will be held in the clinic around the family’s appointment.
b. If inpatient: conference will be held either at the bedside or in the NICU depending on if the baby will be transferred to the NICU.
7. Birth plan options discussed, family decides then documentation is completed and communicated to providers, hospice team, and labor and delivery and documented in the medical record.
8. Continued contact with families as needed.

Appendix C
Palliative Care Birth Plan

This birth plan represents your wishes for labor, delivery, postpartum, and neonatal care. This plan is prepared with the hospice care team and the Maternal Fetal Medicine team and you as the baby’s parent(s).
We know that our baby may die during or soon after birth. We know that situations can develop that may require changes in our plan, but we ask that this plan serve as a guide for those caring for us and for our baby. We also know that we may change our plans at any time. We appreciate your compassion and understanding during this difficult time.

Our baby (baby’s name) ________________ has a diagnosis of ________________.
Mother’s Full Name:
Father’s Full Name:
Siblings names and ages is applicable:

Important Contacts:
OB:
Maternal Fetal Medicine:
Genetic Counselor:
Primary Care Physician:
Palliative Care team:
Anyone else important to you:

Due date is:
Induction of labor date is:

Labor and Delivery (Check the box if the statement is your wish. Leave blank if it is not your wish.)
· We would like the following people with us during labor and delivery, if possible:
· We want the baby’s heartbeat to be monitored during labor.
· We wish to be notified if there is a loss of the baby’s heartbeat prior to delivery.
· Preferences for pain management and medications during labor and delivery, as discussed with my OB:
· No pain medication but we do want other non-medication interventions to help with comfort, such as massage, music, low lighting, or others:
· Intravenous pain medications when we ask for it.
· Epidural analgesia
· General anesthesia
· Other:
· We want a cesarean section for fetal distress.
· We would like to take photos or videotape during the birth.
· We would like to cut the cord after delivery.
· We request that the baby be handed immediately after delivery to:
· If our baby has fewer or more problems than expected, please discuss all options with us.
Comfort measures for the baby include:
· Medications to promote comfort and ease of pain
· Nasal or oral suctioning to clear the airway but NO intubation without our permission.
· Oxygen
· Skin-to-skin contact
· Feeding or other oral comfort measures (for example: pacifiers, breastmilk, formula, sugar water)
· We do want tests and procedures that the medical team feels are important, even if they may cause our baby some discomfort. Please discuss with us first.
· We do not want painful procedures or tests that the doctors fell will not be beneficial for our baby in helping the baby to be as comfortable as possible. Some of these procedures may include things such as blood draws, heel sticks, shots, immunizations, IVs, or others. We ask that you discuss the benefits of these procedures or tests with us first, if the medical team feels they are needed.
· We would like a ritual (blessing, baptism, naming ceremony) performed after the baby is born. We would like_________ to perform this ritual.
· We would like a hospital chaplain to visit with us after the baby’s birth if available.
· We wish to have privacy and do not want to have any visitors during this time.
· We would like these friends/family members to visit during this time:

· Other special requests include:


Comfort care after delivery:
The Labor and Delivery Staff understand that you may wish to have special time with your baby immediately after delivery. They will not do any procedures to you or your baby without discussing it with you first.
· We wish to allow the natural death of our baby because we understand that he/she has a life-threatening condition and we do not wish to prolong suffering. We would like all measure to help our baby be comfortable.
· We would like our baby to stay in the room with us as long as possible.
· We would like the nurse to take the baby to the nursery or the appropriate location out of the delivery as soon as possible unless we as for the baby to stay with us.
· We would like to bathe/dress the baby.
· We would like the nurse to bathe/dress our baby.
· We will bring our own clothes to dress the baby in.

Feeding the baby:
· We would like to attempt to Breastfeed/bottle feed or both
· If the baby is unable to suck or swallow, then we may be offered options of feeding by dropper, spoon or cup.
· If our baby is unable to suck, swallow or take fluids by the ways above, then we do want a feeding tube inserted (usually through the nose) to feed our baby.
· If our baby is unable to suck, swallow or take in fluids by the ways above, we do not want a feeding tube inserted as this is an artificial way of providing nutrition, and we understand that our baby will not suffer from starvation.
· We would like to talk with a Lactation Consultant to discuss breast care, including how to dry up breast milk or donating breast milk.

Sibling education:
We understand our other child/children need to be prepared for the baby’s death.
· We would like help talking to our children.
· We have professional support who can help us talk with our other children.
· We feel comfortable talking about this to our other children ourselves.

End of Life Care (if our baby is stillborn or dies shortly after birth):
· We would like the option to go home with home hospice for our baby’s end of life if possible.
· Labor and Delivery can help to create memories in honor and remember your baby.
· We would like photographs of our baby.
· We would like a lock of our baby’s hair.
· We would like hand prints and/or footprints of our baby.
· We would like these other special memories:
· We want to stay with our baby after the death. Please let us know in advance approximately how long we may stay with our baby after the death.
· We want the following family to be able to be with us during this time:
· We would like an autopsy.
· We would like to have information about options for organ and/or tissue donation.
· We would like to have genetic testing done on our baby to help us better understand the diagnosis. Please contact our genetic counselor for information on what tests and how this testing should be ordered and processed.
· We have chosen the following funeral home:
· We would like assistance in finding a funeral home.
· We would like a commemorative birth certificate.
· Additional requests:

Birth wishes prepared with parent(s) by:
Plan discussed with OB/L&D/NICU/Palliative Care team.
Date:



Appendix D
Electronic Order Set
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Appendix E

Revised Quality of Children’s End-of-Life Care Instrument
Connect With Families Domain 
Connect With Families Subscale Items 
1. How often did health professionals communicate well with you and your family? Never / Rarely / Sometimes / Mostly / Always 
2. How often were health professionals sensitive to you and your family’s feelings? Never / Rarely / Sometimes / Mostly / Always 
3. How often did you feel a close connection to the health professionals who cared for your child? Never / Rarely / Sometimes / Mostly / Always 
4. How often was there a “good fit” between health professionals and your family? Never / Rarely / Sometimes / Mostly / Always 
5. How often did you feel health professionals accepted you and your family without judging you? Never / Rarely / Sometimes / Mostly / Always 
6. How much did you trust the health professionals caring for your child? Not at all / Not very much / Somewhat / Mostly / Completely 
7. How often did health professionals act as if they were better than you? Never / Rarely / Sometimes / Mostly / Always 
8. How often did health professionals show you their “human” side? Never / Rarely / Sometimes / Mostly / Always 
9. How often did health professionals treat your child as a unique person? Never / Rarely / Sometimes / Mostly / Always 
10. How often did health professionals treat you as a unique person? Never / Rarely / Sometimes / Mostly / Always 
11. How often did you experience “acts of kindness” from health professionals while you were in hospital? Never / Rarely / Sometimes / Mostly / Always 
12. How often was it easy to contact the health professionals caring for your child? Never / Rarely / Sometimes / Mostly / Always 
13. How often were health professionals open to talking about your concerns? Never / Rarely / Sometimes / Mostly / Always 
14. How often was there at least one team member working consistently with your family? Never / Rarely / Sometimes / Mostly / Always 
15. How often did you know which health professional was in charge of your child’s care? Never / Rarely / Sometimes / Mostly / Always 
16. Did you and your family ever feel avoided or abandoned by health professionals before your child’s death? Never / Rarely / Sometimes / Mostly / Always 

Connect With Families Outcome Item 
Overall, how satisfied were you with your relationships with the health professionals who cared for your child before his/her death? Completely dissatisfied / Mostly dissatisfied / Somewhat dissatisfied /Neither satisfied nor dissatisfied / Somewhat dissatisfied / Mostly satisfied / Completely satisfied 
Involve Parents Domain
Involve Parents Subscale Items 
1. How often did health professionals ask for your opinions or concerns about your child? Never / Rarely / Sometimes / Mostly / Always 
2. How often did you feel trusted as the “expert” on your child? Never / Rarely / Sometimes / Mostly / Always 
3. How often did health professionals respect your wishes for your child’s care? Never / Rarely / Sometimes / Mostly / Always 
4. How often did health professionals help you to feel that you were doing the best you could for your child? Never / Rarely / Sometimes / Mostly / Always 
5. How often did health professionals support you in your role as a parent? Never / Rarely / Sometimes / Mostly / Always 
6. How often were you as involved in your child’s care as you wanted to be? Never / Rarely / Sometimes / Mostly / Always 
7. How often were you given a choice whether or not to be with your child during difficult procedures or life threatening events (for example if cardiopulmonary resuscitation [CPR] was done, right after surgery, during tests etc.)? No difficult procedures or life threatening events / Never / Rarely / Sometimes / Mostly / Always 
8. How often were health professionals available to support you during difficult procedures or life threatening events? Never / Rarely / Sometimes / Mostly / Always 

Involve Parents Outcome Item 
Overall, how satisfied were you with your involvement in your child’s care during the last week or days of his/her life? Completely dissatisfied / Mostly dissatisfied / Somewhat dissatisfied / Neither satisfied nor dissatisfied / Somewhat dissatisfied / Mostly satisfied / Completely satisfied 
Share Information With Parents Domain 
Share Information With Parents Subscale Items 
1. How often did health professionals let you choose the amount of information that you wanted shared with you? Never / Rarely / Sometimes / Mostly / Always 
2. How often did health professionals give you the right amount of information about your child’s condition? Never / Rarely / Sometimes / Mostly / Always 
3. How often did health professionals seem to know what information you might need before you even asked? Never / Rarely / Sometimes / Mostly / Always 
4. How often did health professionals give information to you and your family that was confusing? Never / Rarely / Sometimes / Mostly / Always 
5. How often did you feel health professionals gave truthful information to you and your family about your child? Never / Rarely / Sometimes / Mostly / Always 
6. How often did health professionals show you your child’s test results, X-rays, or scans when you wanted to see them? I did not want this kindof information / Never / Rarely / Sometimes / Mostly / Always 

7. How often did health professionals talk about “the big picture” for your child’s condition (for example not just how his/her heart or lungs were working)? Never / Rarely / Sometimes / Mostly / Always 
8. How often did health professionals provide enough time when talking with you and your family so you did not feel rushed? Never / Rarely / Sometimes / Mostly / Always 
9. How often did you take part in family and team meetings about your child’s care? Never / Rarely / Sometimes / Mostly / Always 

Share Information With Parents Outcome Item 
Overall, how satisfied were you with the information shared between you and the health professionals caring for your child? Completely dissatisfied / Mostly dissatisfied / Somewhat dissatisfied / Neither Satisfied nor Dissatisfied / Somewhat dissatisfied / Mostly satisfied / Completely satisfied 
Share Information Among Health Professionals Domain 
Share Information Among Health Professionals Subscale Items 
1. How often was the information you received about your child the same from one health professional to the next? Never / Rarely / Sometimes / Mostly / Always 
2. From your perspective, how often was information appropriately shared among health professionals? Never / Rarely / Sometimes / Mostly / Always 
3. How often were you the one to tell health professionals the medical details of your child’s condition because they didn’t seem to know? Never / Rarely / Sometimes / Mostly / Always 
4. How often did it seem health professionals planned together so they were all working towards the same goals for your child’s care? Never / Rarely / Sometimes / Mostly / Always 

Share Information Among Health Professionals Outcome Item 
Overall, how satisfied were you with the information shared among all the health professionals caring for your child? Completely dissatisfied / Mostly dissatisfied / Somewhat dissatisfied / Neither satisfied nor dissatisfied / Somewhat dissatisfied / Mostly satisfied / Completely satisfied 
Support the Child Domain 
Support the Child Stand Alone Items 
1. How often did health professionals look at all the needs of your child (physical, emotional, social, developmental, and spiritual needs)? Never / Rarely / Sometimes / Mostly / Always 
2. How often did health professionals appropriately involve your child in talks about his/her illness? Never / Rarely / Sometimes / Mostly / Always / Not applicable (for example if child was too young or unable to communicate) 

During your child’s last week or days of life while in the hospital, how much would you say your child seemed to suffer from each of the following symptoms? 
3. Pain Not at all / A little / Somewhat / A lot / Constantly / Unsure 
4. Nausea or vomiting Not at all / A little / Somewhat / A lot / Constantly / Unsure 
5. Breathing Difficulties Not at all / A little / Somewhat / A lot / Constantly / Unsure 
6. Bleeding Not at all / A little / Somewhat / A lot / Constantly / Unsure 
7. Seizures Not at all / A little / Somewhat / A lot / Constantly / Unsure 
8. Sadness Not at all / A little / Somewhat / A lot / Constantly / Unsure 
9. Anxiety / Worry Not at all / A little / Somewhat / A lot / Constantly / Unsure 
10. Fear Not at all / A little / Somewhat / A lot / Constantly / Unsure 

Support the Child Outcome Items 
1. Overall, how satisfied were you with the information shared between health professionals and your child? Child too young / Completely dissatisfied / Mostly dissatisfied / Somewhat dissatisfied / Neither satisfied nor dissatisfied / Somewhat dissatisfied / Mostly satisfied / Completely satisfied 
2. Overall, which of the following describes the amount of suffering your child had from his/her symptoms? Would you say he / she suffered: Not at all / A little / Somewhat / A lot / Constantly / Unsure 
3. Overall, how satisfied were you with support given to ease your child’s suffering by health professionals at the hospital? Completely dissatisfied / Mostly dissatisfied / Somewhat dissatisfied / Neither satisfied nor dissatisfied / Somewhat satisfied / Mostly satisfied / Completely satisfied 

Support Siblings Domain 
Support Siblings Stand-Alone Items 
1. How often did health professionals provide the right amount of overall support to your other children during the time your child was in hospital? No other children / Never / Rarely / Sometimes / Mostly / Always 
2. How often did health professionals guide you on how you could support your other children while your child was in hospital? No other children / Never / Rarely / Sometimes / Mostly / Always 
3. How often did health professionals allow and encourage your other children to visit when they wished? No other children / Never / Rarely / Sometimes / Mostly / Always 


Support Siblings Outcome Item 
Overall, how satisfied were you with support given to your other children by health professionals at the hospital? No other children / Completely dissatisfied / Mostly dissatisfied / Somewhat dissatisfied / Neither satisfied nor dissatisfied / Somewhat dissatisfied / Mostly satisfied / Completely satisfied 
Support Parents Domain 
Support Parents Subscale Items 
1. How often did health professionals provide the right amount of support for your practical needs (for example access to food, a place to stay, transportation)? Never / Rarely / Sometimes / Mostly / Always 
2. How often did health professionals provide the right amount of support for your emotional needs (for example feeling listened to, accepting your feelings)? Never / Rarely / Sometimes / Mostly / Always 
3. How often did health professionals provide the right amount of support for your spiritual needs? Never / Rarely / Sometimes / Mostly / Always 
4. How often did health professionals provide the right amount of support for your social needs (for example feeling cared about, maintaining relationships with your family and friends)? Never / Rarely / Sometimes / Mostly / Always 
5. Some parents describe having a health professional who was able to “coach” or guide them during their child’s end of life care. This health professional was someone who was able to anticipate family needs, prepare and support the family throughout the process, and give helpful options and suggestions about things to do. How often was there a health professional involved with your family who acted as this type of guide? Never / Rarely / Sometimes / Mostly / Always 
6. How often did health professionals try to fulfill any of your family’s special requests or wishes? No special requests made / Never / Rarely / Sometimes / Mostly / Always 
7. How often did health professionals assist you to get any additional services that you might need? Never / Rarely / Sometimes / Mostly / Always 
8. How often was your family given private time with your child before he / she died? Never / Rarely / Sometimes / Mostly / Always 
9. How often did health professionals allow and encourage extended family members / friends to visit when you wished? Never / Rarely / Sometimes / Mostly / Always 
10. How often did health professionals support your hopes for your child? Never / Rarely / Sometimes / Mostly / Always 
11. How often did health professionals find the right balance in helping you hope for the best possible outcome (cure or longer life) for your child while also making plans in case that outcome did not happen? Never / Rarely / Sometimes / Mostly / Always 

Support Parents Outcome Item 
Overall, how satisfied were you with support given to you by health professionals at the hospital? Completely dissatisfied / Mostly dissatisfied / Somewhat dissatisfied / Neither satisfied nor dissatisfied / Somewhat dissatisfied / Mostly satisfied / Completely satisfied 
Provide Care at Death Domain 
Provide Care at Death Subscale Items 
1. Once it was clear that your child was likely to die, were you given choices about where this might happen (for example going home, going to a hospice, or moving to a more private room or area of the hospital)? Yes / No / Can’t Remember / No choices possible as my child died very suddenly 
2. Did health professionals respect cultural / religious / spiritual practices that you and your family wanted around the time of your child’s death? No respect at all / A bit respectful / Somewhat respectful / Very respectful /Extremely respectful 
3. Did health professionals respect your wishes for which family members or friends you wanted with you when your child died? No respect at all / A bit respectful / Somewhat respectful / Very respectful /Extremely respectful 
4. Did health professionals respect your wishes for which health professionals you wanted with you when your child died? No respect at all / A bit respectful / Somewhat respectful / Very respectful /Extremely respectful 
5. How helpful was it to have a health professional with you when your child died? No health professional was with us / Not at all helpful / A little helpful / Somewhat helpful / Very helpful / Extremely helpful 
6. Were health professionals sensitive and respectful when caring for your child’s body after death? Not at all / Not very sensitive / Somewhat sensitive/ Mostly sensitive / Completely sensitive 
7. Some parents want to stay with their child for a long time after he / she dies, while others want to leave the hospital fairly quickly. Were you given as much time as you wanted with your child after he / she died? Yes / No 

Provide Care at Death Outcome Items 
1. Some people use the word peaceful to describe the atmosphere at the time of a person’s death. Which of the following best describes the atmosphere at the time of your child’s death? Not at all peaceful / A bit peaceful / Somewhat peaceful / Very peaceful / Extremely peaceful 
2. Although the death of a child is always a tragedy, some parents are able to describe their child’s dying process as a good death. All things considered, would you say your child experienced a “good death”? Disagree strongly / Disagree somewhat / Neither agree nor disagree / Agree somewhat / Agree strongly 

Provide Bereavement Follow-up Domain 
Provide Bereavement Follow-up Subscale Items 
1. Did health professionals suggest and offer to create mementos (for example: lock of hair, pictures, hand/foot prints) of your child? Yes / No / Don’t remember 
2. Did health professionals offer to help you make any arrangements for funerals or other religious customs? Yes / No / Don’t remember 
3. About how many contacts with health professionals from the hospital have you had since your child died? _____ 
4. Did someone from the hospital offer you information about your grief? Yes / No / Don’t remember 
5. Did someone from the hospital/hospice offer you information about your other children’s grief? 
Don’t have other children / Yes / No / Don’t remember 
6. Did someone from the hospital offer you information about community resources available close to your home? Yes / No / Don’t remember 
7. Were you offered a follow-up meeting with health professionals to discuss what happened at the time of your child’s death and/or the autopsy results (if one was done)? Yes / No / Don’t remember 

Provide Bereavement Follow-up Outcome Item
Overall, how satisfied were you with the support provided through the hospital in the months after your child died? Completely dissatisfied / Mostly dissatisfied / Somewhat dissatisfied / Neither satisfied nor dissatisfied / Somewhat dissatisfied / Mostly satisfied / Completely satisfied 
Structures of Care Domain 
Structures of Care Stand Alone Items 
1. How often was there enough room for you to be with your child while in hospital? Never / Rarely / Sometimes / Mostly / Always 
2. How often was there a comfortable place for you to sleep at or near the hospital? Never / Rarely / Sometimes / Mostly / Always 
3. How often were there playrooms or other child-friendly spaces for your other children while you were at the hospital? No other children / Never / Rarely / Sometimes / Mostly / Always 
4. How often was food readily available for your family while you were at the hospital? Never / Rarely / Sometimes / Mostly / Always 
5. Would you say the food at the hospital was affordably priced? Not at all / A little / Somewhat / Very / Extremely 
6. How often were you easily able to find parking at the hospital? Never / Rarely / Sometimes / Mostly / Always 
7. Would you say parking at the hospital was affordably priced? Not at all / A little / Somewhat / Very / Extremely 

Overall Quality 
Overall, how would you describe the quality of end-of-life care provided to your child and family by health professionals from the hospital? Poor / Fair / Good / Very Good / Excellent



Appendix F

Permission to use Instrument
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Appendix G
Bereavement Follow-Up Protocol
Send card signed by team at discharge/death
Call family at 1-month, 3-months, 6-months, and 1-year after death
Completed by Hospice Coordinator or a nurse with a relationship with the family. Assess bereaved family’s needs and provide support as needed by the family.


Appendix H
Data Collection Process
gestation at referral
diagnosis
dates of perinatal hospice meetings
time from referral to birth
gestational age at birth
date of death
duration of hospice care
diagnosis and number of perinatal hospice team visits
*Data collection will also include patients that fit criteria for referral to the program but were not referred. 
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Re: Parental Satsifaction and QI for Perinatal Care

Dr. Charlotte Wool <cwool@ycp.edu>
Wed 7/18/2018 1:49 PM
To: Falke, Megan C <MeganKvasnieski@creighton.edu>

Hi Megan,
Thank you for your interest.
Yes, you are welcome to use the tool. You may wish to partner with a statistician who can help

with data analyses.

Dr. Wool

On Wed, Jul 18, 2018 at 2:32 PM, Falke, Megan C <MeganKwasnieski@creighton.edu> wrote:
Hello Dr. Wool,

| am working on my DNP and starting a Perinatal Hospice Program at Nebraska Medicine. | was
wondering if | could have permission to use your tool with the parents enrolled in the program to
gauge their satisfaction? Please let me know your thoughts.

Thank you,
Megan

Charlotte Wool PhD, RN

Associate Professor of Nursing

Diehl Hall 135

School of Nursing and Health Professions
York College of Pennsylvania

441 Country Club Road

York, PA 17403-3651

717-815-1364 (office); 717-849-1651 (fax)
cwool@ycp.edu
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Neonatal Palliative Care Manage My Versionv 4

v General
~ Admission
(O Admit to inpatient (bed request)

(O Place in observation (bed request)

 Code Status
The Care Directives Panel may be accessed through Manage Orders

[] coge status Orders

 Ancillary Consults
[inpatient consult to Child Life
[Jinpatient consult to Spiritual Care
[Jinpatient consult to Social Work
[Jinpatient consult to Genetics

 Vital Signs/Notify Provider
[vital signs Every 4 Hours.

[vital signs PRN
PRN

[ Telemetry
Routine, Per family request

[Jpulse oximetry
PRN, Per family request

[ Notify provider for significant change in vital signs
[ Notify provider for change in assessment of breathing, significant change in patient's color, at parent's request

~ Nursing Interventions

[J&nd of life care, comfort measures
Provide neonatal comfort measures,skin care (mouth/lps), ensure environment s kept quiet, calm and peaceful, sucrose on pacifier, holding, swaddling, skin to skin

[Joral suction
PRN, Sucton oral secretions only when severe throat secretions

[Jok to be off monitor
Okto be off monitor

[Jcall Now | Lay Me Down to Sleep
Call Now | Lay Me Down to Sleep
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[Jplace end of life symbol on door
Place end of ife symbol on door

~ Diet (Diet/NPO)
[]piet NPO effective now

[JBreast milk and/or formula as tolerated by breast, bottle or gavage
Breast milk and/or formula as tolerated by breast, bottle or gavage

~ Respiratory Interventions
[CJoxygen - simple nasal cannula
[CJoxygen - high flow nasal cannula
[CINon-invasive ventilation (infant/pedi)
[CINICU Mechanical Ventilator

[Jextubation
Extubate Ifant

(] comort Flo Infant Cannula
Comort oxygen with defined parameters 0.5-1 L/min per nasal cannula, fitrate for comfort.
¥ Pain and Agitation Relief

 Pain Relief
[[Jacetaminophen by age

[JfentaNYL in 0.9% NaCl (S mcg/mL) IV Syringe
1 meg/kg

[JfentaNvL continuous infusion
Intravenous

[CImorphine 10 mg/5 mL solution
008 mg/kg, Every 4 hours PRN

[ diphenhydrAMINE (BENADRYL) 12.5 mg/5 mL elixir
05 mg/kg, Oral, Every 6 hours PRN, Palitive care for comfort

~ Agitation
O Midazolam Oral/Iv
O Lorazepam Oral/IV




