ABMU Difficult conversations workshop

Scenario 3 uncertainty paeds (6UP)



notes for actor C 
You are the mother/father of Julie, a 12 year old girl with severe cerebral palsy. She is unable to talk or care for herself or even to move independently. 
She has always been prone to chest infections but these have become more frequent over the last year. At first she was always taken into the children’s ward at the hospital but Julie has always hated this. The last time she was admitted, you and the consultant agreed that she would stay at home during chest infections in the future. The consultant did not say so, but you had the impression he thought Julie would die soon. She has a feeding tube into her stomach (PEG) and can receive antibiotics at home through this. 

The timing of this current chest infection is very difficult. You have two younger children aged 8 and 4 who are both well and you have arranged a family trip to Disney Land Paris in a month’s time. You are planning to leave Julie at the children’s hospice but do not want to risk the possibility of her dying while you are away 
You have arranged for the local community paediatrician or hospice team, who has always looked after Julie and knows you and the family very well, to see Julie at home. Prior to this a member of the community nursing team who you know well has done a shift with you.
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 community paediatrician 
You have arranged for the local community paediatrician, who has always looked after Julie and knows you and the family very well, to see Julie at home. You want to talk with her about Julie’s current health as you think she may have another infection and want to think about managing this at home.  You also want to talk about whether or not you should go to Disney land.

Option 2. If seeing one of the hospice team
One of the hospice team who has always looked after Julie and knows you and the family very well, has asked to come and see Julie at home. You want to talk with her about Julie’s current health as you think she may have another infection and want to think about managing this at home.  You also want to talk about whether or not you should go to Disney land.

Option 3        If seeing a Therapist
Julie has regular sessions with physiotherapy both in the children’s centre and at home. As Julie is unwell your therapist has come to the house to see her after the community paediatrician has been.

You have agreed with the doctor that Julie will stay at home with antibiotics through her PEG rather than go to hospital. During your conversation the Paediatrician talked about involving the palliative care team.  Whilst you have aways used the hospice, this has been for respite rather than in consideration of her dying. You know she is fragile but talking openly about ‘palliative care’ has upset you. You are uncertain whether or not you are doing the right thing keeping her home and taking the other children to Disney.
Option 4
If seeing a Community nurse
One of the community nursing team who has always looked after Julie and knows you and the family very well, comes to do a night shift. You talk with her about Julie’s current health as you think she may have another infection and want to think about managing this at home.  You also want to talk about whether or not you should go to Disney land.

Scenario 3 paeds (6UP)




notes for professionals 
Option 1. Notes for community paediatrician 
You know this family very well. Julie, aged 12, has severe spastic quadriplegia complicated by chest infections. Over the last year, these have become more frequent and she has had multiple admissions to the acute paediatric unit. During the last admission, the consultant on the ward suggested to Julie’s mum that future infections could be managed at home using antibiotics through her PEG. 
Julie’s family has asked you to do a domiciliary visit as she has developed yet another chest infection. 
If you were to examine Julie, you would find that she has signs of bilateral consolidation with markedly reduced air entry. She is febrile and sweaty but not obviously cyanotic. 

Option 2. Hospice nurse.
You know this family very well. Julie, aged 12, has severe spastic quadriplegia complicated by chest infections. Over the last year, these have become more frequent and she has had multiple admissions to the acute paediatric unit. During the last admission, the consultant on the ward suggested to Julie’s mum that future infections could be managed at home using antibiotics through her PEG. 
Julie’s family has asked the community paediatrician to do a domiciliary visit as she has developed yet another chest infection. The community paediatrician has contacted you to explain that he has been delayed by an incident with another patient and asks if you could visit and explain and assess the situation. He is planning to arrange another visit tomorrow. 

When you arrive you can see that Julie is febrile and sweaty but not obviously cyanotic. 

Option 3. Paediatric physiotherapist

You know this family very well. Julie, aged 12, has severe spastic quadriplegia complicated by chest infections. Over the last year, these have become more frequent and she has had multiple admissions to the acute paediatric unit. During the last admission, the consultant on the ward suggested to Julie’s mum that future infections could be managed at home using antibiotics through her PEG. 
You are undertaking a domiciliary visit as she has developed yet another chest infection. 
When you arrive you can see that Julie is febrile and sweaty but not obviously cyanotic. Parents have recently seen the Paediatrician who has talked about providing palliative care in the home and introducing a specialist doctor and nurse.  Mum / Dad seems very upset about this, despite the fact that they have used the children’s hospice for a long time.  How do you manage the conversation?
 Option 2. Community paediatric specialist nurse.
You know this family very well. Julie, aged 12, has severe spastic quadriplegia complicated by chest infections. Over the last year, these have become more frequent and she has had multiple admissions to the acute paediatric unit. During the last admission, the consultant on the ward suggested to Julie’s mum that future infections could be managed at home using antibiotics through her PEG. 
You are doing a normal night shift with the family, when you arrive Julie’s mum tells you she is worried that Julie is unwell and tells you she has asked the paediatrician to visit. He is planning to visit tomorrow. 

When you arrive you can see that Julie is febrile and sweaty but not obviously cyanotic. 

