ABMU Difficult conversations workshop

Scenario 5  Hospice transfer / morphine  

notes for actor B
You are a 28 years old and mum to baby Ava. During pregnancy scans showed that she had a complex heart condition and that she would need surgery soon after birth.  Because of this you had to deliver in Bristol , away from your older son and family.  Ava’s father is not part of her life.  After birth the surgeons said that operating was too risky and that she would not survive, they transferred her back to your local neonatal unit where she remains on a medicine to keep her heart functioning.  The doctors have told you that she is ‘duct dependant’ and that stopping the medicine means she will probably die soon afterwards.
You’ve decided that you would like to take her to the Childrens hospice before stopping the medicine. There your son and extended family can cuddle her and you can make some nice memories before discontinuing the medication and allowing her to die peacefully.

You’ve met with the palliative care team who will be looking after Ava when she leaves the neonatal unit but are confused by something they said.  They suggested that Ava might not die straight away after stopping the medicine and that she might live days, weeks or even months.  You thought you had made peace with her dying after the medicine was switched off and are now confused and frightened about what this might mean.
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 nurse 
You become increasing uncertain and worried and during your evening visit with Ava burst into tears on the unit.  The nurse looking after Ava comforts you and you feel able to discuss your worries and confusion.

· Why were you told she would die if she won’t?

· Why transfer her to the hospice if she’s not going to die?

· Have you given up on her too soon?

· What happens if she carries on living but is in pain?

· If she does live, does that mean the surgeons were wrong and she can have the operation?

Option 2. If seeing one of the community nurses
Ava did continue living after the drug was discontinued and after 3 weeks in the hospice you brought her home with support from the community nursing team and palliative care team. You have nurses in the house 2 nights a week to allow you to get some sleep. You know that she will not live long and are anxious that you are with her if anything changes or the nurses think she is more unwell.  Recently her heart has become worse and her difficulty in breathing causes her upset.  The doctor prescribed morphine to help with this.  You are worried that morphine is given when people are close to death and that something is happening that you are not being told. You trust your team but have also read about doctors who give morphine to hasten death.

The community nurse who comes on shift can see that you are upset and asks you how you are doing.

Scenario 5 Hospice transfer / morphine    

notes for professionals 
Option 1. If you are a neonatal nurse 
You’ve looked after baby Ava for 3 nights now and have a good relationship with her mother.  During the evening shift mum bursts into tears on the unit.  You know that transfer to the children’s hospice is planned for the morning and that Ava is thought to have a duct dependant lesion which means she may die fairly soon after discontinuing the prostin.  You are also aware that her cardiac anomaly is complicated and she may not be fully duct dependant , meaning her exact prognosis is uncertain.  Mum shares many worries

· Why was she told Ava would die if she won’t?

· Why transfer her to the hospice if she’s not going to die?

· Have you given up on her too soon?

· What happens if she carries on living but is in pain?

· If she does live, does that mean the surgeons were wrong and she can have the operation?

Option 2. If you are one of the community nursing team
You and the team support baby Ava and her mum at home. Ava has a complex cardiac condition with worsening heart failure and is clearly becoming dyspnoeic, for which the doctor has prescribed morphine. The morphine improves her comfort and does not affect her respiratory rate.  You know that mum knows Ava will not live long and that she is anxious that her symptoms are well controlled and that you call her if she deteriorates.

When you arrive for a night shift you see mum is upset and you asks how she is doing. She tells you that she has worries about the morphine.

