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Neonatal and infant organ donation:
a Challenging concept?

Donation from neonates is a relatively new and developing concept and the challenges that this
can bring are seemingly large. Working collaboratively to develop strategies for specialist teams
in conjunction with bespoke policies in clinical areas will facilitate greater opportunities for
organ donation for families facing the death of their baby. In this article, the reasons for
donation challenges are explored along with discussion of how teams can be supported to

realise the potential in this area.
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1. There is significant potential for
neonatal donation across the UK.

2. NHS Blood and Transplant (NHSBT)
is committed to supporting the
development of donation in paediatric
and neonatal areas.

3. The NHSBT strategy sets out to improve
the donation and transplantation
pathway to ensure safe and optimal
transplantation.

4. Specialist nurses for organ donation
liaise between families and clinical and
specialist teams to ensure the smooth
running of the donation pathway.

In 2008 the organ donation taskforce set
out a bold series of recommendations
for increasing donors by 50% over a five-
year period.' In achieving this, the UK
steered towards providing a world class
organ donation service, this being the
focus of the subsequent strategy Taking
Transplantation to 2020.”

Paediatric donation was not specifically
considered in the taskforce recommend-
ations’ and donor numbers from those
under 18 years of age have been static over
the last ten years." Although a call to
consider donation from neonatal patients
has been made for several years,
concept only recently considered by the
neonatal and paediatric intensive care units
looking after infants at the end of their
lives. NHS Blood and Transplant (NHSBT)
now recognises both the potential for don-
ation from these infants and the challenges
that donation in neonatal and paediatric
areas presents; bespoke strategies are
beginning to be explored in greater depth.
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Why now? The current picture

The call for neonatal donation is not new.**
With the drive to achieve higher rates of
donation in the UK and to address the
shortage of organs for transplantation,
specialist nurses in organ donation
(SN-OD) and clinical teams have been
striving to offer this opportunity.
Anecdotally, media publicity from high
profile cases has had the effect of enabling
families to increasingly request donation as
an option when facing end of life care
choices for their child.

Developments in transplantation
techniques now enable utilisation of

organs that would previously not be
considered possible, including innovations
in en-bloc kidney transplantation
(transplanting both kidneys into a single
receiver using the donor aorta and vena
cava as arterial and venous conduits)”® and
the development of hepatocyte prog-
rammes as a bridge to transplantation in
children with liver failure."

At the request of the Academy of
Medical Royal Colleges (AoMRC), the
Royal College of Paediatric and Child
Health (RCPCH) reviewed the guidance
for neurological determination of death in
infants less than two months of age. This
guidance was published in April 2015."
Prior to this, donation following circul-
atory determination of death (DCD) was
the only option for infants less than two
months of age.

It is now possible to determine death by
neurological criteria in infants from 37
weeks gestational age (including corrected
gestational age) to two months post term,
although this is not without challenges as it
is a new concept for this age group and for
the neonatologists and neonatal units
caring for such infants. Arguably, the
defined criteria bring clarity to cases where
the neurological criteria are met, thereby
opening up the potential for donation
following neurological determination of
death (donation after brainstem death,
DBD) and increasing the number of
organs per donor that can be transplanted.
The use of the guidance, however, is not
widespread and involves an element of
training, support and practice sharing to
build confidence and knowledge among
clinicians.

VOLUME 14 ISSUE 1 2018 infant



Paediatric organ donation

UK consent rates for paediatric organ
donation fall below the national average
for the adult population and paediatric
donation rates have not seen the same
increase as the overall population.
Numbers have remained relatively static
over a ten-year period (FIGURE 1).

Donation from infants

The organ donation rate in infants below
six months of age remains small but is
increasing, largely due to DCD (FIGURE 2).*

The transplantation process and
paediatric data

Identifying potential donors and referring
them to the specialist team is the first step
in the transplantation process (FIGURE 3).
This establishes suitability for donation
and the options for approaching the
families of potential organ donors.

Data from paediatric units in 2015-16
showed wide variation in practice across all
elements of the transplantation process."
Consent for organ donation remained
lower in paediatric than adult populations
in 2016-17:*"

m paediatric DBD = 65% of families

approached gave consent, adults = 69%
m paediatric DCD = 28%, adults = 59%.

Consent for organ donation is widely
regarded as the element of the donation
pathway most in need of improvement and
family refusal rates are the biggest single
obstacle to organ donation in the UK.
Improvement of consent rates is rightly
seen as a key priority in increasing donor
numbers but more research is needed to
fully understand the challenges of consent
in families of paediatric patients.

Paediatric transplantation

On 31 March 2017 there were 172 children
waiting for transplants; an increase from
165 at the same time the previous year. Of
these:*"

m 80 (46.5%) sought renal transplants

m 39 (22.5%) cardiothoracic

m 46 (27%) liver

m 7 (4%) intestinal.

The commitment to provide the highest
number of organs in the best possible
condition is part of a key strategy for
NHSBT. The strategy sets out to address
the utilisation of all organs retrieved for
transplantation via improvements across
the donation and transplantation pathway.
It is the responsibility of the transplanting
centres and NHSBT to ensure safe and
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FIGURE 1 A graph showing the number of deceased paediatric donors, deceased donor
transplants and the active transplant waiting list for <18 years of age in the UK, 1 April 2006 to

31 March 2017 (as of 8 May 2017) for all organs.*
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FIGURE 2 Donors aged less than six months by financial year and donor type, 1 April 2010 to
31 March 2017. Key: DBD = donation after brainstem death, DCD = donation after circulatory

determination of death.

1. Identification and referral of potential
donor

2. Gaining consent and authorisation
from a donor family

3. Donor optimisation*
4. Organ retrieval

5. Organ transplantation

FIGURE 3 The transplantation pathway.
*Providing the highest number of donor
organs in the best possible condition through
optimisation of donor physiology.

optimal transplantation of as many organs
as possible.”

There is often the assumption that
organs from children go to other children.

This is sometimes the case (particularly
where organs need to be matched to size,
eg cardiothoracic organs); but not
always. It is important to remember that
the matching and offering of organs is
carried out according to strict criteria.

The potential for donation
from infants

Charles et al first demonstrated that there
might be a potential for donation in
greater numbers in the UK than previously
considered. The single centre retrospective
study of neonatal organ donation in a
children’s hospital analysed data over a six-
year period and identified potential donors
in up to 54% of deaths.” Furthermore, an
informal auditing project by SN-ODs in
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neonatal units appears to indicate that
there are a small number of cases from
each unit (unpublished work) which could
amount to a significant number of
potential donors across the UK.

There is ongoing work in the NHSBT
National Organ Donation Committee
Paediatric Subgroup to establish relevant
data regarding the true potential for
donation from NICUs. Potential donor
audit data are gathered for critical care
areas and emergency departments across
the UK but at present data for NICUs are
not collected in the same way and,
although approximately one third of units
are contributing data, the dataset for
potential neonatal donation across the UK
is incomplete. Work is being carried out to
address this. Clarification of potential
donor audit data is important in
establishing clear information regarding
actual potential, which can then guide
practice and support strategic develop-
ment of donation and transplantation
programmes.

The role of the SN-OD

The specialist nurses provide a 24-hour
service across the UK to support and
facilitate organ donation from initial
identification by clinical teams, determin-
ation of suitability, consent and then
retrieval of accepted organs for transplan-
tation. They are skilled in discussing
donation options with families and
providing support throughout the entire
process for both families and clinical
teams. Liaison between clinical teams and
specialist teams is critical for the smooth
running of the donation pathway.

Why are there challenges in
donation?

Recent (unpublished) work by NHSBT
with stakeholders suggests that there are
many reasons why donation and
transplantation present challenges in
paediatric and neonatal areas of practice.
The nature of the units — the family-
focused care approach; protective
paternalistic nature, and differences in end-
of-life care planning — can often conflict
with the standard ‘adult’ approach to the
donation process. SN-ODs work across all
intensive care units; however, applying the
donation process to neonatal units requires
understanding of the nature of the units
and the philosophy they follow. End-of-life

care practices differ from adult units and

consideration of these is important. For
many working in neonatal care, this is a
relatively new initiative and processes may
not have been fully set up.

Legislation around child death across the
UK can prevent donation from occurring,
particularly where the cause of death is
suspicious or uncertain."'* Working closely
with the coroner and police teams in cases
of unexpected child death is essential for
optimising opportunities in these cases.

Donation from children, especially
infants, is a rare event and the specialist
and clinical teams may have limited
experience in these areas. Targeted training
strategies are in place and embedded in
NHSBT programmes, which are adapting
to meet the needs of the teams attending
these cases. The visibility of the specialist
teams, and support and training for the
clinical teams on the neonatal units is
important but SN-OD resources are
limited and time is often focused on the
adult intensive care units where the
potential for donation is greater.

Managing the expectations of families
and professionals can be a challenge.
Outcomes may be unpredictable and seen
as disappointing should the organ go to an
adult, fail to be transplanted successfully or
if the child does not die in the timeframe
required for DCD. The death of a child
remains a rare event and donation from
children even more so; consequently,
exposure for specialist, clinical and retrieval
teams is limited. There may be psycho-
logical impact for those involved and
appropriate and adequate support should
be available to mitigate this. Debriefing and
training strategies would help.

End of life care is about choices,
decisions and the wishes of the family in
the time that they have left with their baby.
Healthcare professionals work hard to
achieve their aims and offer opportunities
for families at this difficult time. Organ
donation may not be an option that is
readily acknowledged, often due to a lack
of information about the realistic
possibilities. Clinical staff can too easily
dismiss the option without clear guidance
from specialist teams.

Environment is an important aspect in
end of life care provision. Working to
ensure the environment is optimal is key to
how nursing and clinical staff themselves
perceive the death.” Organ donation may
change this staff perception. For DCD
there is need for maintaining a degree of
monitoring, withdrawal of treatment in an

FIGURE 4 NHSBT is developing a national
strategy to support donation in paediatric
and neonatal areas with the aim of offering
families fully supported donation options.

anaesthetic room and transfer to theatre
imminently following death. All of which
can cause anxieties within the clinical team
without clear explanation and under-
standing. DBD may bring less anxiety; all
support is stopped during the operative
procedure and the child can be transferred
back to the unit following organ retrieval.

Anecdotally, experiences with parents do
not always translate into the anxieties
demonstrated by clinical staff. Full and
clear explanations are given by the SN-ODs
to parents and there are opportunities for
the family to express their final wishes.
However, there is little research to demon-
strate the effects of organ donation on staff
and family perceptions in end of life care
for children.

National integrated care pathways to
support management of donation in
hospitals are available" and adaptation of
these would enable bespoke strategies for
children’s units to incorporate specific
details and expectations and address
operational aspects of the process.

Conclusions

NHSBT is committed to supporting the
development of donation in paediatric and
neonatal areas and a national strategy is
currently being developed in line with the
overall strategy of Taking Transplantation
to 2020 (FIGURE 4). The aim being to
ensure that, where possible, families of all
infants and children are offered donation
options and supported fully in the
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process, with the outcome of successful
transplantation.

Without bespoke strategies that take into
account the specific intricacies of this area
of medicine, there is a risk of not providing
relevant and meaningful support for the
professionals working in this area, nor for
the donors and their families.

The call is, therefore, to embrace these
challenges: develop bespoke strategies for
donation in paediatric and neonatal units;
establish accurate data on donor potential;
create adequate support and training
programmes; share learning and transplant
outcome data, and ensure that innovations
in transplantation give due consideration
to paediatric and neonatal donation.
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To get involved in neonatal and infant
organ donation contact the author

Angie Scales (angie.scales@nhsbt.nhs.uk)
who can put you in touch with your local
SN-OD. For useful resources visit
www.odt.nhs.uk.

Want to attend a study day?
Check out Paediatric and Neonatal Organ
Donation Simulation on 21 May:
www.bmsc.co.uk/course/national-
paediatric-organ-donation-simulation-
course

infant
Call for papers

You are invited to

Infant journal supports neonatal and
paediatric nursing and medical
practice and develops professional
education and health promotion skills.

The journal contains peer-reviewed
practical and clinical articles covering
all aspects of caring for premature
babies and critically ill infants.

contribute to /nfant journal

- syndromes the role

wewnatal abstinen

crcling

I Review articles
B Original research
I Education

B Clinical practice
I Reports

I Management

I Editorials

To discuss your ideas or submit an article email lisa@infantjournal.co.uk
See our guide for authors at www.infantjournal.co.uk/writing.html

I Audits and surveys
I Conference reports
B Clinical case studies

I Updates in practice
I Parental support

I Advances in practice
I Research studies

I Guidelines

I Service development
I Quality improvement
I Patient safety

infant VOLUME 14 ISSUE 1 2018

17




<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /All
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (ISO Coated v2 \050ECI\051)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.3
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /CMYK
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (None)
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<
    /ENU ([Based on '[High Quality Print]'] Use these settings to create Adobe PDF documents for quality printing on desktop printers and proofers.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks true
      /AddPageInfo false
      /AddRegMarks false
      /BleedOffset [
        8.503940
        8.503940
        8.503940
        8.503940
      ]
      /ConvertColors /NoConversion
      /DestinationProfileName ()
      /DestinationProfileSelector /NA
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure true
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles false
      /MarksOffset 6
      /MarksWeight 0.250000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /NA
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /LeaveUntagged
      /UseDocumentBleed false
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


