ABMU Difficult conversations workshop

Scenario 4  Edwards syndrome


notes for actor B
You are a 32 years old and currently expecting your first baby.  Everything was going well until your 20 week scan when abnormalities were picked up and subsequent tests confirmed that your baby has Edwards syndrome. You’ve been told by the obstetric team that most babies with Edwards do not survive pregnancy and birth, but that some do.  Those babies usually die soon after birth but can live some weeks / months.
Your partner is unable to attend antenatal appointments with you as he works on the oil rigs. You have told him about the baby and he says he will support you in your decision to continue with the pregnancy.  Your mother and father live near by and are a great emotional support but can’t always come to appointments with you. You’ve tried for a long time to get pregnant and feel strongly that your baby will survive. It is important to you that you at least get to hold her alive, even if she dies soon after birth.  You know a little about the neonatal unit and childrens hospices as your mother was a health visitor by profession.
PLEASE SEE NEXT PAGE TO PUT THE ABOVE INTO THE CONTEXT OF THE CLINICAL BACKGROUND OF THE DOCTOR WHO YOU WILL BE SEEING

Option 1. If seeing a neonatal doctor 
You are meeting the neonatal team for the first time. You’ve been told that they will talk you through what will happen at delivery and after birth.  You want the doctors to know how important it is for you that you hold your baby, even if she is to die young. Part of you is hoping that she will tell you your baby will go on to live many years, as a google search pulled up an article about a 7 year old girl in California. 
Option 2. If seeing one of the community nurses
Your baby was born alive and is now 12 days old. She is being fed by nasogastric tube and despite being small and having some heart problems, to you she is perfect.  You are keen to take her home but would like some support from the nursing team so a community nursing package is arranged.  You have agreed a PAC – plan with the team which documents that you would like her to stay home with you and that you do not want her to go back to hospital.  You are scared that she will suddenly stop breathing and you won’t be with her at the right time.
Option 3        If seeing a palliative care doctor
After seeing the neonatal team, they arrange for you to meet a palliative care doctor. You’ve been told that they will be able to support you and your baby at birth and afterwards.  You want the doctor to known how important it is that you get to hold her and you would like to stay with her at all times. Your mother has suggested that you might be refered to the hospice but you would prefer to take her home, but worry that they won’t let you. You do not want her to be in any pain or to be lonely at any time.
Option 4        If seeing a transplant co-ordinator
You have been shown a PAC plan by your health care team and were asked if you were interested in your baby being an organ donor. You agree to meet with a professional to find out more. If your baby is going to die, you would like something positive to come out of her life but your priority remains her coming home with you if possible and you holding her when she dies.
Option 5        If seeing a paediatric doctor / ward nurse
Jane is now 3 weeks old and you have support at home from the community and palliative care teams. She has a PAC plan in place which states that all reversible causes for deterioration should be considered but you would like her to be cared for and die at home if there is nothing reversible. You’ve noticed that she is hot and breathing fast, so have called an ambulance and are on the children’s ward so that she can be seen by a doctor. You are scared he is going to tell you that she is dying and feel torn about whether you can cope.

Option 6 
If seeing a speech and language therapist

Jane is now 4 weeks old and has recovered from a recent chest infection with oral antibiotics.  You have noticed that she loves her food and wonder if she could have some milk by mouth. The team arrange for a speech and language therapist to visit you both at home.
Scenario 4 Edwards syndrome    


notes for professionals 
Option 1. neonatal doctor 
	Setting
	Outpatient clinic

	Professional role
	Neonatal/Paeds Reg

	Patient
	Mother 32y olds primip

	Background
	Confirmed diagnosis of Trisomy 18 on amniocentesis

Wishes to continue with the pregnancy

	Communication task/aim of discussion
	Discuss management at birth

Parental expectations




Option 2. If seeing one of the community nurses
Baby Jane is now 12 days old and has been home for a day and a half. This is your first shift working with the family.  You attended the discharge planning meeting and your neonatal and palliative care colleagues have told you and the family that Jane is likely to have increasingly frequent and long apnoeas, one of which she will not recover from.  You are aware that she is comfortable, fed by NGT and that mum likes to hold her as much as possible. When you visit you are worried that mum is exhausted and try to encourage her to have a rest while you look after Jane.
Option 3        If seeing a palliative care doctor
You are one of the Childrens palliative care team and have been asked to meet with a 32 year old primip whose baby has been confirmed to have Edwards syndrome. She has already been counselled by obstetrics and neonatal teams who tell you mum is keen to explore whether she could take her baby home after birth. You are unsure if they mean before or after death.
Option 4        If seeing a organ donation nurse
You are one of the organ donation nurses and have been asked to meet with a pregnant mum whose baby has Edwards syndrome. She is now 38 weeks gestation and babies estimated weight is 2kg.  You’ve been told that mum is keen for something positive to come out of her daughter’s life , but need to sensitively explore what is and is not possible.
Option 5        If seeing a paediatric doctor
You are one of the paediatric doctors on call and are asked to see a 3 week old baby on PAU. The baby has Edwards syndrome and is being cared for at home by the community and palliative care teams. She has a PAC plan in place which states that all reversible causes for deterioration should be considered but that mum would like her to be cared for and die at home if there is nothing reversible. On examination, the baby has an NGT in situ, is pink and well perfused but has bilateral crepitations in both lung fields, is tachycardic and febrile. Discuss with mum what should happen next.

Option 6        If seeing a ward nurse
You are one of the nurses on the ward when a 3 week old baby with open access attends for assesment. The baby has Edwards syndrome and is being cared for at home by the community and palliative care teams. She has a PAC plan in place which states that all reversible causes for deterioration should be considered but that mum would like her to be cared for and die at home if there is nothing reversible. The doctor thinks she has a chest infection but asks your opinion on how to support the family in deciding where baby should be at this time.  You chat with mum about her worries and wishes.

Option 6 
If seeing a speech and language therapist

You receive a referral for a 4 weeks old baby with Edwards syndrome who is at home receiving support from community and palliative care teams. You note that she has recently recovered from a chest infection with oral antibiotics.  Mum reports  that she loves her food and wonders if she could have some milk by mouth. You visit her at home and explore mum’s priorities for Jane, balancing risk and benefits of oral feeding.
