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Bervaved lamilies are the crucial link in obtaining crgans lor donation and are involved in the organ
donation decision making process. The challenges of requesting vrgan donation from relatives fave
been widsly documented ofien resulting i organs for doration Leing lost j6, 7} Despite this, a
study of the Healthcare Professionals (HCPs) experiences with relatives in the decision to donate
an organ in 3 Luopean countries fn = 42) wsing a phencinenological methodology {1, 21, demon-
strated that the famify ivolvernent i the wigan donation decision making process was vital, even
In countries where legisiation allowed the remgval of argans for ransplant If no objection had been
recorded by the deceased (3],

Analysis of tis data demanstrated not anly were there different Jevels of education for the HCP's
requesting donalion and different protocols of practice in use for the approach to relatives at this
dhficult tme, but in addition, the FICPs discussed their own views on the benelits and chaffenges
of ivolvng refalives In the decision 1o Proceed to organ donation. The HCE reffections on their
experiences in exploring organ donation with relatives not only described the reaction of relatives 1o
the.news of the impending death of treir fairily member but in addition provided insights into the
beliess, attitudes and values of the HCF in relation o requesting ovgan donation.

This paper summarises the esperdences of these 3 groups of HCP's in their efforts (o balance the
need to respect the wishes of the dead in relation o donating their organ with their professional
responsibibivies to suppoit the bereaved relatives and the factors which would influence their deci-
sio o proceed or dedling lo proceed o organ donation,

Introduction and aim

s are the crucfal link in obtaining organs for donation as under the Human Tissue
uman Tissve (Scotland) Act 2006 (HT (5; A 2006}, as they will be asked to realfirm
tention to donate their organs and are therefore involved in the organ donation
ision process. The challenges of reques ing the bereaved relatives 1o authorise the donation
are widely documented (6, 71 and often result in organs being lost. Critics of this ‘optin’ systen
however, suggest the adoption of presurmed consent fegislation or ‘opt-out’ will prevent the need
to approach ives 1o gain their cunsent to proceed o organ donation and in so doing, obtain
more organs for transplant. Litle research exists that explores the impact of the health care profes-
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sionals (HCP'S), the bereaved relatives, the health care system and society overall of any change to

presumed consent leglslation. A study was therefore undertaken the aim of which was to explore

the views and experiences of the HCP's who wtilise this legislation in their practice, and identify

‘the role of the family in the decision to procesd to organ denation. As part of this exploration the

HCP's reflections un their experivnces in expluring urgan donatiun with bereavid rolatives was
revealed. This paper surmimaries the experionces of 3 groups, of HCP's in countries whiich have
high levels of organ denation, In their efforts 1o balance the need to espect the wishes of the dead
in refation 1 donating thelr organs with the professional’s responsibililes to supporl the bereaved
refatives,

Methods

Adopting a mixed method approach this study uiilised the responses to an initial questionn
inteviews with HCP's with direct experience in wrgan donation in three European countrics, Por-
tugal, Norway and Belgium to capture the experience of the professionals In these countries who
use this approach to organ donation.

Results

The initial survey of HCP's i the three countries yielded 31 responses {10.5%, n = 300) from Portu-
gal, 47 (10.4%, n =450) from Norway and 44 (35.7%, n = 123} from Belgium, providing data relat
ing to their experiences in applying presumed consent legislation in organ donation, together with
the benefits and chaflenges of their particular vrgan donation system. Subsequently, using data from
these responses semi-structured interviews were undertaken with 14 HCP's in Portugal, 13 HCP's
in Norway and 15 HCP's in Belgium to explore these responses in more depth. Analysis of dala
gathered duiing field visits to the twee countries, the responses from the guestionnalres together
with those obtained during the interviews with the HCPs demonstrated a number of key findings
related to the impact of this legislation on the bareave s and the health care systent in each
of the thiee countries faking part in the study.

tegal and administrative structures
underpinning organ donation |

A different approach w the application of this legislation oceurs in these thiee countries, as a result
of varying infrastructures utilised to underpin organ donation. In Portugal and Belglum a register of
objection to organ donation had been established where an absence of the deceased’s name on
this register Is viewed by the HCP as consent to organ donation. In both these countries a comput-

erised register has been developed to record this information. The requirement o record positively -

a wish to donate organs was only available within a specilic part of the legistalion adopted by
Belgium, where the individual had the Gption to express consent to argan donation. In Norway no
format register of consent or objection to vigan donation had been established however the next of
kin of the deceased weie invited by the HCP to indicate if the deceased had exprassed any objec-
tien to wrgan donation. Public confidence in the organ donation system had been develuped via
the provision of extensive public education campaigns providing inforination an the legislation and
the impoitance of organ donation.
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Establishing palient consent
and relative's lack of objection

Interviews with the health care professionals in Portugal and Belglum confirmed that wilising the
processes described within the mcm lation, establishment of the individual’s lack of objection to or
gan donation would be achieved by the transplant co-ordinator’s review of the register of objectors,
The absence of the deceased’s name on this register would be taken as an indication of consent.
The retalives however would be approached Lo confirm if the deceased had any objections or if
they, 1% degree relatives or next of kin, had any objections, Thuse interviewed suggested that again
when approaching the family they are not asking the family to take the responsibiiity for the decl-
sion tu progress to organ donation, however they werg confirming what the deceased had already
indicated by their lack of registration no objection o organ denation. In Belgium, a register has also
been establishad for individuals to record a positive intention to donate thelr organs and this would
also be consulted in the event of a donation opportunity.

In Norway there is currently no regisier of objectors o organ donation In existence and therefore
the next of kin is approached to establish that the deceased at no fime expressed an objection o
organ donation, either verbally or in writing. However a view expressed by many of the HCPs in
all three countries that they are not asking the relatives to give permission for organ donation, bat
rathet exploring if the deceased expressed any wishes or objections to organ donation, Using this
approach the farmily are not making the decision on their own, but using the deceased’s views prior
to their death to gulde this decision. It was reported that any family chjections o organ donations
raisedt during this decision making process w
objection to donation recorded by the deceased.

Involvemenl of relatives
in decision making process

Responses from e participants suggested that despite the various versions of the correct pro-
cedures as detailed within the legisiation in il three countries relatives are involved throughout
patient care and kept updated of the patient’s subsequent detérioration and identification as a po-
tential donor. The HCP's considered the exclusion c_ the family from the decision making process
as detrimental to their welibeing and public conlidence in organ donation. The family’s understand-
ing of the patient’s ¢ condition, their deterioration and assessment of brain death, including
an understanding of the tests used by the professionals to establish braln death, was viewed as
crucial if the eventual agreement of the family to proceed to organ donation was to be achieved.
The degree to which relatives were informed of the patient’s conditicn threughout the period of the
patient’s care and the decision to progress o organ donation did vary across the three countries, In
Portugal relatives were informed of the patient's deterioration and potential to become a donor, ie.
the relatives were informed of the results of the brain death assessments. Rather than relatives being
invited to express their views on organ donation, they were romally informed of the legistation
and the Intention of the professionals to proceed w orgar donation. In Norway, a more determined
attenpt was made to facilitate the refative’s involvernent and gain their agreement to proceed to
argan donation, achieved by frequent discussions with the immediate family to identify the next
of kin and ensure their lack of objection. In Belgium having established that the deceased had
placed their name an the organ donation register or their name did not appear on the register of

obijectors, the HCP was under no obligation 1o approach the relatives prior to progressing to c«w%
donation,
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Approach to relatives

The participants suggested that previous understanding of the legistation and procedures fur crgan
donation made the exploration of organ’ domation less traumatic for the donor family and had
promoted trust in the HCP. tn addition, many of those interviewed suggested the approach to the
relatives adopted by the team caring for the donor to be inyportant in gaining the trust of the fan
Many interviewed it all three countries express sy that confidence and trust in the
HCP proposal to consider organ donation was déveloped in the family as a result of their involve-

ment in the patient situation at every stage of thelr care, demonstrating an atfilude of openness and’

henesty by the HCPs in relation to organ donation procedures ant practices. In the view of the
staff the family being kept informed about the detericration of the patient and efforts made by the
multi-disciplinary team lo save their life promoted conlidence and trust in the bealth care profes-
stonals. As a direct result of this confidence the family would accepl the patient status and not raise
an objection to organ donation, Those interviewéd went further, suggesting thal notonly was thete
was a potential for mistrust between HCPs if the family were not kept fully informed of decision
making in ?mma to thelr Felatives care and subsequent diagnosis of brain death, they alse suggested
that suspicion of the HCP would impact not enly on the gl mh_c:u_:t with the individual family but
could have an effect on society’s response to the organ donation initiative over

Some lnterviewees highlighted that familics may express views on donating particular organs and
withhoiding others. In their view if this was respected, then the donor family would be more at case
with the concept of organ donatfon. Many interviewees expressed the further view that the key eles
ment in building the relationships with the family was the ability to spend time with relatives prior
to the request for them to consider organ donation. The use of the multidisciplinary team approach
to confirmation of death and request 1o consider organ donation, cumprising nurses, psychulo-
gists and in some situations members of the clergy, promoted a trust In the “u_s_: All of the HCPs
interviewed expressed the need to separate the news of the patient being o wl ay brain dead
from the news that they were now eligible to the considered as an organ donor. Linking these wo
concepts was considered detrimental o the suceess of the family not ebjecting to organ donation,
as the family would not have be given sufficient time (o come to terms with the news of the death

‘and been suspicious of the HCP's motives for pronouncing thelr relative as brain dead. They sug-

gested that the separation of these two elemeits allowed the refatives time to come to terms with
the death before the introduction of the concept of organ donation.

Making the request to relatives
and support practices and protocols

In addition to the practices and protocols developdd for the technical identification of care of the
donor, the HCPs interviewed reported the adoption cﬁtmcrnmc_rm for the approach to and support
of family during the organ donation event. Many of thuse interviewed reported the existence oﬁ
informal protocols for this role, highlighting the use of a multidisciplinary team approach to provi
ing psycholugical care to relatives and Included specialist input from crigis counselfor staff, but was
led by a member of the clinical twam lovking after the potential doner. The family will be informed
of thieir relative’s brain death and allowed time to come to kerms with this before an approach was
made to explore their views on organ donation and thus decoupling information about dedth of the
patient from the request o the family to consider organ donation.

isis intervention for relatives had
organ donation, involving the provi

In Belgiun, it was revealed that a unigue syster of bereavement
been developed to support relatives in the event of a poten
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sion of specially prepared staff, called Sotial Nurses, to provide detailed information and support
the refatives in this event, These Professionals were inveolved with the nursing and medical staff car
ing for the patient, in the communication and support of the relatives fron the initial admission in
the Emergency soom, through the patient’s admission and care in the ITU and subsequent deterio-
ration and assessivent as a potential argan donor. Using detaited communication and bereavement
support these stafl helped the relatives to understand the complex issues involved in brain
death and organ donation and enabled them o participate more fully in the decision to consider
the patient’s condition and their potential as an organ donor. Rlwas reported that in sGme instances
a clear policy had been developed 1o stucture the communications between the multicisciplinary
team and the family.

HCP education on the law
and organ donation practices

Those interviewed in all #iree countiies reported that they had a good fevel of awareness of their
vounry's legislation together with the donation organisational systems. In Norway, HCPs inter
viewed suggested thal their knowledge had been gained from a combination of personal experi-
ence of patient care and personal reading on this subject, recetving speclalist input on the legista-
tion from the transplant co-ordinator feams. This had often taken place during a post-registration
Hibensive care course or, during input o their orientation programmes when they took wp a post in
the intessive care This tnput related to the requirement in law Lo confirm the patient’s brain
death, tugether with the protwcols of care for the donor, Another group of HCPs reported their at-
tendance at a two day Norwegian organ donation course run by the bansplant co-ordinator teams.
This progranmme s a version of a Eurcpean Donor Hospital Education Programme (EDHEP) provid-
ed by the Furopean transplant co-ordinators organisation, dusing which the health care professional
can fearn about a varigty of aspects of srgan donation 1o assist them with this demanding role.

tn Portugal it was reported that preparation on the legal and ethical aspects of organ donation had
been obtained during the undergraduate programmes for both medical and nursing staff, where
bio-ethical agpects of care was a theme. In addition 1 this, many of those interviewed suggested
that organ donation was a frequent topic of discussion of Portuguese professional conferences. The
majority of the prof is imerviewed in Portugal, however, reported that they had not received
any formal educational preparation in refation o thelr roles and that any knowledge they had was
gained through mec rage or as part of oylentation programmes for new stalf o the {TU. Those
interviewed In Portugal also suggested that frequent discussions in relation to.the Issues raised by
organ donation teok p within the Intensive care vnits who were involved in organ donation,
These discussions helped sialf share intormation regarding the application of the law. The major
ity of the HCIs interviewed in Portuga) did not appear to have had the oppistunity to attend any
formal short education courses on organ donation provided by the transplant co-ordinator teams
across Burope. Any information on their role in relation to argan donation, including the technical
aspects of diagnosing the patient as brain dead and care of the donor prior to transplantation had
been gained via experience of working within the multidisciplinary team caring for a patient who
became an urgan dongr., ,

Interviewess in Belgium hod similar expeciences o thair colleagues in Portugal where their under-
gratuate degree had contained organ donation information, Medical and nursing staff interviewed

both reported that there was some fonmal inpat W the undergraduate degree programmes ielating
t organ denation, and this provided sume fevel of knowledge for the newly qualified healthcare
professicnal,
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The majority of those interviewed In Norway and Belgium reported that they had attended one of
the EDHEP short ceurses on organ donation. This course had provided thent with more detailed
information regarding the application of the organ donation legislation to practice, and with in-
formation on the technical procedures for organ donation such as the procedures to determire
if the patient had suffered brain death and protocals for the preservation of the organs. There are
clear similarities in preparation of the HCPs in Portugal, Norway and Belgium providing them with
a good understanding of the legal and ethical principles that underpin organ donation, together
with knowledge and skill in the technical practice of vrgan denation via the provision of speciatist
practice education coursas,

Education and preparation ,
in the approach and care of relatives :

Despite having a reasonable knowledge of the legistation and organ donation practices gained from
acvess o undergraduate and post graduate information, the role of the health care professional in
the approach to the family, breaking the news of the patient’s brain death and subsequent congid-
eratien as a potential organ donor proved the most diflicult fo manage. Stefl reported that applying
time presented them with ditTiculties, especially when
the fanily were not aware of the legislation in ofgan denation or the concepts of brain death. This
fack of understanding scmetimes resulted in the family’s inability to accept the death of the patient
believing that they could receive care elsewhere o resolve their problems. Applying the légistation
therefore meant that not only had the health care professional to explain the reality of brain death
to the distressed family and assist them to understand and accept the cerebral death, but dlso,
they have to explain the legislation and provide family support during the donation procedure,
The interviewees agreed that the requirement for psychological care and support of the relatives
during the organ donation event was one of the most important aspects of their role. This role was
especially difficuft and stressful for the HCP where the donor in {ife had recorded no objection to
organ donation but this was challenged by the relatives, Many of those interviewed expressed the
view that their lack of formal preparation in this aspect of their role was problematic and that they
saw a need for education in how to approach the fanily and provide psycholugical care duiing the
organ donation process,

As previgusly suggested many of the professionals interviewed in Norway and Belgiuny, had under-
taken a short course on these aspects of organ donation. These EDHEP cburses run by European
Transplant co-ordinators group acknowledged these difficulties and provided Yaining to HCPs.
Input within these courses hefped the HCP understand and maiage the organ donation event,
especially in relation té breaking bad news to the family and detailing the procedures to be adopted

“to ensure that there was no objection recorded by the deceased to ergan donatien. In addition to

this particular educational input aimed at preparing the staff for the psychalogleal support of the
farnily, It was identified that spectiically trained nurses within Belgium, called social nurses, also
provides education for nurses and medical staff in the psycholegical care of the family experience
ing the argan donaticn event, This specialist eduzation input includes the development of practical
skills in providing psychological care to the relatives. This team have also developed a protocol to
support the approach to the relatives and the sensitive exploration of the familly’s views on organ
donation. This short specialist programme is availalle to medical staff from ¢
would potentially be involved in brealing the news of the donor’s death to the family and explo
organ donation.

cal care areas who

i
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Discussion.

The application ured consent fegislation produces many legal, ethical and clinical practice
Limplications for the HCP. Chicf amongst these is the requirement to provide a high standard of care
“for both the donor and the bereaved ?E y that achieves acceptable clinical and ethical standards.
The HCPs view the involverment of the familly in the organ donation décision-making process as es-
senlial lo gaining their agreement to proceed to organ n_c:mcc; and the well being of the hereaved
relatives. To achieve this, a trusting relationship must be established between the bereaved families
and the FCPs via the development of strong communication and support systems. terviews dem-
ated that a variety of good practices exist 1o guide the approach to informing the family of the
brain death of their relative and provide psychological support of the family at this time. In Bel
dear policies and practices for this had been developed, however, in Norway and Portugal no clear
protocols of practice had been developed for this rofe. The establishment of clear protocols for the
approach to relatives and their psychological care would be beneficial to organ donation in that
this may reduce the numbers of relalives who raise objections. In order that HCPs fnvolved in organ
donation are ade
education
the development of the health care vBFVVEi_m knowledge a E_:Q skills on the legal and el
aspects of the donation process and lectinical aspects of organ donation practice, but addiionally
any education provided must also hulp the professional develop competence in the physical and
psychaelugical care of the family during :E vrgan donation process. Lack of preparation in this area
ntay resull in the relatives objecting o vrgan mc:&_c?

Conclusion

-al and emntional aspects of supporting bereaved relafives dus-
ing organ donation should be developed, m??:&:n etlucation for HCPs reguires to be developed
to accompany the Implementation of this approach to organ donation. This education programme
must prepare the HCP o manage the psychulogical and emotional care of the family during the
oigan donation event,

Formial protcols for the
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