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BLISS 
 
Question 1:     
  
As pregnancy falls outside the direct area of BLISS interest, we feel it is not appropriate 
to answer this question. 
 
Rather than answer the points separately, we feel that each and every baby should be 
treated individually and that decisions about their treatment and/or care should be taken 
in discussion between parents and the clinical/nursing team with the interest of the baby 
being paramount.  We would not however support prolonging life when the baby has no 
positive prospect, for example due to congenital abnormalities.     
 
People’s individual decisions will be influenced by their own personal circumstances, 
experiences, religious or cultural beliefs and they should be respected. 
 
Question 3: 

            
All three are important but acting and omitting to act plus quality of life are the two 
most important and are in fact quite difficult to separate from a lay point of view.   Not 
acting could cause a baby unspeakable pain, reducing their quality of life and thus 
potentially creating a worse outcome for the baby. 
It is important to create a working framework for professionals that makes them secure 
as far as the law is concerned.   
 
There are many quality of life issues and viewpoints to consider;  how can quality of life 
be determined  and who should determine it?  Different individuals will have different 
viewpoints:  for example the clinicians’ prediction of the future quality of life, the parents 
views and experiences both of children with chronic disease or disability,  the affect of 
the family’s quality of life, the effect on other siblings and  views of the children 
themselves.  
 
An additional ethical question for consideration concerns the issue of pain and the right 
of babies to have effective pain relief – as the rest of the population does. 
 
Question 4:   
 
We agree that all these questions should be discussed but points 1 and 2 are basic to 
the decisions about the care of these babies. 
 
Quality of life is a major issue to be considered – particularly around living with disability 
or chronic disease and their effect on the family;  aggressive treatment in the NICU.   
Are there any non-clinical, ie social, factors which need to be considered when deciding 
about treatment?  Do all babies have equal rights to decisions about their care – do 
different social or religious factors affect their care? 
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Also see points in Question 3 relating to quality of life. 
 
Point 2 should be extended to include cultural influences.   Increasingly religious, 
cultural and spiritual influences will play a part in treatment decisions.   But should  
decisions that may not be in the best interest of the child be justified on the basis of 
religious or cultural beliefs?   A framework for this would be helpful. 
 
The influence of the media is important as it continues to portray perfection as the norm 
and any disability as negative.    Miracle baby stories abound which raise false 
expectations amongst the public.   However, recent television programmes and 
reporting of the EPICure study have highlighted the wider picture leading to a more 
realistic expectation.    Responsible media relations by organisations such as BLISS can 
contribute to this wider education. 
 
Social questions should consider the different effects on  the family, the effect of  
different life experiences and personal experiences ,   the effects of disability on a 
family, the impact and stresses of premature birth on the mother and her partner. 
 
Question 5: 
  
We should be looking for consensus between the family and the medical team but it has 
to be based on the provision of good, reliable and honest information as well as a 
realistic prognosis of the long term outcome. The family is primarily best placed to 
judge, as they will be responsible in the future.   If doctors and staff are doing their job 
well in encouraging parents to be involved in their baby’s care, the family will have the 
most compassionate, and appropriate instinct about their child.   They will notice the 
subtle behaviours and indicators that show if or when an infant is enjoying life.  
 
Any decision has to be in the best interests of the baby and therefore it is difficult to 
give weight to any particular individual as there are so many different views and 
different circumstances. 
 
Re: precedence of parents:   they should have equal weight but if no agreement, an 
independent advocate should be involved.    Mediation and counselling should be used 
as much as possible where the two parents are in disagreement.   Both have to live with 
decision and there is strong risk of future blame, resentment even relationship 
breakdown if agreement is not reached. 
 
Who else should be involved?   This should up to parents who may wish to have an 
advocate of some kind.    In the case of non-English speaking parents, independent 
language support should be provided.     The decisions should not go outside of the 
clinical team.   
 
How should such decisions be made?    It is important that such discussions are held in 
a calm, private room and that the parents have time to prepare for the meeting.   They 
may wish to have an independent advocate with them or another family member for 
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support and/or confirmation of what they are being told.   They may wish to talk with 
other parents who have been through a similar situation.   It is important to reach a  
shared understanding of the situation which can lead to consensus.    When difficult 
decisions have to be made the parents should be given time. 
 
When, if at all, should people use the law to challenge medical advice? 
It is an indvidual’s right to use the law, if all else fails 
 
 
Question 6: 
 
Reply : When planning health services there is likely to be some consideration of the 
economic factors of all areas of health care.    However,  there should not be any 
individual economic considerations/choices between which babies should be treated 
within a unit. 
 
Question 7: 
 
There should be equity of care for all ages and all people.  However,   a baby is likely to 
have a higher measure of health gain than an elderly person. 
 
 
Question 8: 
   

• There should be more guidance for professionals about the parents role in 
making these decisions and more training in dealing with these difficult situations 

• There should be more information to, or communication with,  parents and other 
family members about the current guidance that is available 

• It may be useful to review all current guidance with the help of parents 
 
If so, should the UK follow practice in other countries and set a minimum age below 
which resuscitation normally would not be permitted? 
 
Reply:     Currently there should be no gestational age cut off for resuscitation in the UK.    
Every baby should be treated as an individual and every decision about their short  or 
long term care made on an individual basis and should therefore be given this chance by 
being resuscitated at birth.   There may be some exceptions, for example, in the case of 
serious congenital anomalies and guidance for such exceptions should be reviewed as 
indicated above. 
 
Question 9: 
  
The current legal framework seems generally sufficient 
 


