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What we know 
• LVSD (HFrEF) drug optimisation  within 3 /12 of diagnosis

• 80% of pts still diagnosed in hospital setting   

• HF specialist care in IP setting reduces mortality and readmissions 

• Specialist review within 10 days of discharge / Home visits   

• Education / supportive role of HF CNS 

• Care is costly  / need  to utilise resources

• Pharmacist support esp in co morbidities  / Polypharmacy  

• Palliative care not only reduces symptoms but improves QoL and LoF

• 3% of us say they are  happy to die in hospital – but > 50% of us do 

• Numbers of ICD implants are increasing    

• Psycho social support is paramount

• HFpEF- the Cinderella  - good diuretic and co morbidity management is key  



What’s  new 
HF meeting Nov 2018  

• Patient feedback  - Pivotal role of HF CNS  ands want a key Nurse  

• National Confidential Enquiry into Patient Outcome and Death (NCEPOD)    Supports 
addition of PC as core component of HF MDT team   

• PC study presented  - the Bromley St Christopher’s project 

NICE guidelines 2018

• Key point of contact / Navigator (outlined as HFCNS) 

• Prognosis, sudden death, misconceptions about risk, frank discussions about uncertainty 
in predicting course of HF  and continually update and info as patient needs   

• Advanced care discussions to be made by Specialist HF team 

• Ensure the Lynda Blue’s inspiring and mammoth achievements for improving the role of 
the HF Nurse and the care of HF patient receives goes from strength to strength  

• Role of home visiting  remains pivotal 



Recent steps in Advanced HF care      

• Increasing number of DNAR discussions

• Bromley St Christopher’s project 

• Pacing physiologists are deactivating more ICDs  - need our support    

• New ICD deactivation guidelines 

• ICD support group  (very well attended ) including EOL discussions  

• ICD book updated  - includes paragraph on deactivation / emotional 
aspects 

• Increasing number of patients assessed    

• Combined Specialist nurse reviews – HFNS / PC NS  

• Some HF CNS involved in  EOL and ICD discussions but appears variable 







What is current practice 
Over last month / 6 months  

1. Discussion about guarded prognosis   and  treatment  options    

2. Place and preference of care  at end of life 

3. Discussions re ceilings of care – what you do not want 

4. Discussion about role of ICD and how /why it is turned off at end of life

5. Discussion about deactivating ICD in near future  

6. Discussion and completed  paperwork and arranged ICD deactivation with team  

7. How many have had DNAR discussions 

8. Feel it is your role to talk about EoL care 

9. Feel adequately trained to do this 

10. Have completed / attended Advanced Communication skills  

11. Did the Advanced Communication skills course increase d/w re  EOL / PPC discussions   

12. Did you document the discussion in clinic letter  

13. Have discussed / asked GP to stop  medication that is no longer appropriate  

14. Taken a case to MDT  for discussion re  advanced  care planning





Issues raised with ICD deactivations / PC referrals     
Common issues emerging  with ICD deactivation 

• Ongoing issues with  getting  paperwork  / ICD deactivation forms in timely manner

• Lack of coordination between teams 

• Lack of understanding on various levels 

• Increasing number of DNAR discussions but no ICD discussion 

• ATP v ICD shock deactivations 

• Patients refereed  - seen but not followed up ‘as no current PC needs’  

• Patients declining referrals  

• We need to look at what /support /training  for all teams involved and more joint working

• We need  to have the discussions as get P Care  input in good time for final stage planning   

• Nearly everyone feels better after wards  having had frank conversations  as it helps patient and  
family to be same page. We need to ensure we do waste this valuable time   



Next steps 

ICD group  - to look at last 6 – 8 
cases you were involved in  

• Pacing team / HF CNS  / Referrer 
meeting to at seamless running 
of ICD deactivations

• Parisha Khan

• Hannah  Simmons 

• Julia deCourcey  

• Fiona Hodson

• ? Reshma

• Missed opportunity in hospital 
setting 

• Paper work and who is 
responsible

• Issues understanding urgency

• Evening / weekend hours 

• Joint working – buddy system 

• Process  





• The only thing I fear now if life – I an  looking for happy death

• Good letting go 

• Allow family to get to the same place at same time   - the and if fine 

• We will all die – 3 % say we do not want to die in hospital – but > 50% of 
us do 

• Need time to prepare and allow us time to make plan for death

• Nearly everyone feels better after wards  having had frank conversations  
as it helps family  / us not to waste valuable time   

• All docs / nurses will be looking after people who are approaching end if 
life   - all need skills - it is not pass it on to another team 

• Place for living 

• Getting the maximum out of what remains 

• Most pts in hospices are outpatients  

• Hospice is a place to live well–– not a place to die  

• Celebration of life and living it to the full 

• Early PC actually improved prognosis so we need to ensure that PC does  
not think it is  trade off  

• Increasing evidence that having PC actually live longer in 
addition to  better symptom control

• Recurring ED visits give false hope and don’t help through this 
part of life 

• We need to prep for death  - complete , say goodbyes,  

• Just to have meds because they are available but does not 
mean it is right thing to do 

• Docs / nurses do what we know best and to continue in 
pursuit of our needs  - easier to do things that are active as 
opposed  to offering PC 

• Pts come to an acceptance if encouraged or ware allowed to 
by others  - do not keep ding scans  / tests   

• PC provision early within an admission to hospital  is more 
cost effective than adding in later  

• Hospice  - care more for needs of pt as opposed to Hospital 
where it is all too hectic   -

• Talks about doing things that are important to you over the 
years  - make living life begin when diagnosed 

• Improve symptoms so that patient can do the things they 
would like to do. 


