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Please provide your contact details below. 
 

Name: Audrey Jarvis,   Chairperson 

If this submission is made on behalf 
of an organisation, please name 
that organisation here: 

Interchurch Bioethics Council 

Please provide a brief description of 
the organisation if applicable: 

Represents Anglican, Methodist and Presbyterian 
churches, speaking on spiritual, cultural and ethical 
issues in biotechnology ..............................................................................................................  
 

Address/email: jarvis.ab@xtra.co.nz 

Interest in this topic (for example, 
user of fertility services, health 
professional, member of the public): 

Represents above churches and has discussions 
with the churches and the general community 
Council comprises 9 members with medical, ethical, 
scientific, theological, cultural and educational 
expertise. 
 

 
Please note that all correspondence may be requested by any member of the public 
under the Official Information Act 1982 (the Act).  If there is any part of your 
correspondence that you consider should be properly withheld under the legislation 
of the Act, please make this clear in your submission, noting the reasons why you 
would like the information to be withheld. 
 
If information from your submission is requested under the Act, the Ministry of Health 
(the Ministry) will release your submission to the person who requested it.  However, 
if you are an individual, rather than an organisation, the Ministry will remove your 
personal details from the submission if you check the following box. 
 
 I do not give permission for my personal details to be released to persons 

under the Official Information Act 1982. 
 
All submissions will be acknowledged by ACART, and a summary of submissions will 
be sent to those who request a copy.  The summary will include the names of all 
those who made a submission.  In the case of individuals who withhold permission to 
release personal details, the name of the organisation will be given if supplied. 
 
Do you wish to receive a copy of the summary of submissions. 



 Yes 
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Questions on the draft guidelines 
 
Question 1: 

Have the key issues been identified and adequately addressed in the 
guidelines? 
 
No, not completely. See answers below. 
 
 
Question 2: 
Are there any points made by submitters that could be better reflected in the 
finalised guidelines? 
 
Yes. 
 
Under Guidelines 2 (a), we agree with points (i), and (ii. 
 
Re (iii). In addition to the parties included here, counselling should be available to the 
child born to be a donor as he/she grows, and monitoring should be in place to 
determine the effect of the situation on all concerned resulting from the undertaking 
and use of HLA. 
 
Re (iv), we are not convinced that this adequately protects the rights of the child. We 
suggest that procedures be restricted in the first instance to the use of cord blood, 
and that any more intrusive procedures should not be undertaken without reference 
to  ongoing advocacy for the child.  
 
We also recommend that counselling should be linked to on-going follow-up, perhaps  
until the child is an adult,  in order to take into account changing family dynamics, 
and to protect the well-being and safety of the child born to be a donor. 
 
In safeguarding the welfare of the child, as the child ages, if there is still a 
requirement for any donation from the child e.g. bone marrow, the wishes of the child 
should be taken into account when the child reaches an age of understanding, which 
may be before the age of legal consent. 
 
Re (v), We agree with this proviso, and would add that an independent clinician be 
included to provide input in addition to the clinical team involved in the procedure. 
ECART also needs to know that there is no reasonable alternative treatment 
available. 
 
Under Guideline 2(b), We agree that ECART should have responsibility for taking 
into account the relationships  between the parties While  we have a strong 
preference that HLA be used to assist an ill child who is a full sibling, we recognise 
that alternatives might be considered where family circumstances can ensure that. 
there are no  conflicts around the children concerned. 
 
 



 
 
Question 3: 
Do you have any other comments for improving or clarifying the guidelines? 
 
Yes.  

1. The intent of point (i) that ECART must determine genetic counselling has 
been received by the parties is not altogether clear. If HLA typing were 
undertaken in conjunction with screening for a genetic disability, then genetic 
counselling would be included at that point.  ACART refers to the possible use 
of HLA typing for non-genetic conditions, in which case the genetic 
counselling may be less relevant, but counselling related to HLA typing  would 
be important 

 
2. The guidelines do not make it clear whether or not the condition for which 

HLA typing is undertaken would always be genetic. As currently in the HART 
Act 2004 it would be, but this could be changed in the guidelines? 

 
3. The term ‘sibling’ needs defining, particularly in view of  changing  family 

dynamics and the need to look at social as well as genetic factors. 
 
4. With reference to Recommendation 7, page 50 of the recently released report 

‘Who Gets Born?’ by Toi te Taiao:the Bioethics Council ; the guidelines 
proposed here by ACART pre-empt the research recommended by the 
Bioethics Council, particularly with regard to the wider family being included 
as possible recipients. This may be better re-considered when further 
research has been done. 

 
 
 
 


