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ABSTRACT
AIM: This article outlines the End of Life Choice Act 2019. It highlights some of the key implementation 
issues to ensure the system operates safely and equitably after the Act comes into force. It also identifies 
priorities for research to ensure issues are detected and provision of assisted dying (AD) is monitored.
METHOD: We reviewed the End of Life Choice Act, assisted dying implementation literature and 
governmental reports.
RESULTS: Effective system implementation depends on infrastructure, oversight and funding. In terms 
of service provision, we make recommendations about training for all health practitioners and providing 
practitioners; the nuances of discussing the “wish to hasten death”; conscientious objection; cultural 
safety for Māori; and minimising the complexity of delivering assisted dying practice. Structured research is 
needed to understand how the assisted dying system is operating.
CONCLUSION: This article contributes by identifying core issues for practitioners, patients and policymakers. 
Implementation is an ongoing process that continues after the Act starts. Data are required to know 
whether access is equitable, who is choosing to make use of the law, whether providers are well informed 
and whether the safeguards are working as intended. The implications of how the Act is implemented are 
significant for patients, whānau, health professionals and society.

The purpose of this article is to examine 
the critical challenges for implement-
ing the End of Life Choice Act 2019 

(henceforth the EoLC Act or the Act) in New 
Zealand and to identify key future research 
needs. The EoLC Act, passed by Parliament 
(69–51) in 2019 and ratified via public refer-
endum at the 2020 election, comes into force 
on 7 November 2021. The Act legalises assist-
ed dying (AD) for adults who are assessed by 
at least two medical practitioners as meeting 
specified criteria. The Act stipulates many 
procedural steps for access. The implemen-
tation of AD will create various challenges 
for a range of health practitioners, and 
indeed for the health system as a whole.1 
Health practitioners will need written 
guidelines for responding to requests for AD, 
procedures for providing AD and support 
for the clinical dilemmas that will inevitably 
arise, some of which are discussed below.2–6 
Patients and families will also need signif-
icant support;7,8 their concerns are not the 

focus of this article. This article outlines 
the Act, highlights key implementation 
issues and identifies priorities for research. 
Although several Australian jurisdictions 
designated an 18-month period for imple-
mentation,9 the EoLC Act comes into force 
just 12 months after announcement of the 
referendum’s result. Thus, the implementa-
tion issues and formation of an implemen-
tation research agenda are matters of some 
urgency.

Overview of the Act
The aims of the EoLC Act are to “a) to 

give persons who have a terminal illness 
and who meet certain criteria the option of 
lawfully requesting medical assistance to 
end their lives; and b) to establish a lawful 
process for assisting eligible persons who 
exercise that option” (Section 3).10 To be 
eligible for assisted dying under the Act, two 
doctors must agree that a person meets, and 
continues to meet throughout the appli-
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cation process, all of the criteria set out in 
sections 5 and 6 of the Act.11 The person must: 
be aged 18 years or older; be a citizen or 
permanent resident of New Zealand; have a 
terminal illness that is likely to end their life 
within six months; be in an advanced state 
of irreversible decline in physical capability; 
and be experiencing unbearable suffering 
that cannot be relieved in a way that is 
acceptable to them. Further, in an attempt to 
protect people who may be vulnerable, the 
Act excludes people whose sole reason for 
requesting AD is because of advanced age or 
having a mental disorder or mental illness, 
or a disability of any kind. However, if people 
with such conditions also meet the eligibility 
criteria, they may still access AD. Notably, 
persons suffering from grievous and irre-
mediable medical conditions are not eligible 
for AD under the Act (as they were under the 
initial End of Life Choice Bill).

The Act also requires that the requesting 
person is competent to make an informed 
decision about AD, which is defined as 
the capacity to “understand information 
about the nature of assisted dying that is 
relevant,” to retain that information and 
to use or weigh that information to help 
them decide and communicate (including 
non-verbally) a decision.10 If either the 
“attending medical practitioner” (AMP, the 
person’s medical practitioner for AD) or the 
“independent medical practitioner,” who 
provides a second opinion on eligibility, are 
not satisfied of the person’s competence, 
then a psychiatrist must assess the person. 
Different from other medical decisions, 
there is no presumption of competence for 
the purposes of the EoLC Act (the Act intro-
duces a new clause (5A) into the Code of 
Health and Disability Services Consumers’ 
Rights (the Code) stating that Rights 7(2)-(5) 
of the Code (which encompasses the 
presumption of capacity) is overridden 
by EoLC Act Section 6). The person must 
have capacity at the time of application 
and assessment for AD and at the time of 
receiving the lethal medication. They cannot 
sign an advance directive for AD (Section 
33), and no welfare guardian has any power 
to make decisions or take actions under the 
Act (Section 34). 

The Act specifies that, after being 
assessed as eligible for AD, the person and 
the provider must set a date and time for 

provision of the lethal medication. The 
eligible person may choose to either self-ad-
minister the medication by ingestion or 
intravenously, or have a doctor or nurse 
practitioner administer it by injection or 
through a tube. The eligible person may 
choose not to receive the medication, or may 
elect a different date up to six months after 
the initial date.

When a person raises the issue of AD, the 
Act prescribes procedural steps, primarily 
outlined in Section 11, intended as safe-
guards. See Figure 1 for an overview of the 
required steps. The AMP must “ensure” 
the person requesting AD understands 
alternative options for end-of-life care, 
and must give the person information 
regarding their prognosis and that AD is 
irreversible. The AMP must “do their best 
to ensure” that a person’s expressed wish 
to access AD is made “free from pressure” 
from any others by conferring with other 
health practitioners, by discussing with 
family (if authorised by the person) and 
by discussing the choice with the person 
over time at intervals determined by their 
disease trajectory, including via telephone 
or electronic communication. The AMP must 
encourage, but cannot compel, the person 
to talk to others such as family, friends or 
counsellors. At every step of the process, the 
AMP or nurse practitioner (who is permitted 
to administer the medication) must “ensure” 
that the person knows they can change their 
mind at any time before the medication 
is given. If at any point the AMP or nurse 
practitioner suspects on reasonable grounds 
that a person is being pressured about their 
decision, the AMP must stop the process 
immediately, and inform the Registrar (a 
regulator at the New Zealand Ministry of 
Health) for AD.

Implementing 
infrastructure 

The Ministry of Health (the Ministry) 
is responsible for administering the Act 
and is in the early stages of establishing 
a programme for implementation. The 
Ministry has established a work programme 
and milestones, which can be found on the 
EoLC Act webpage.12 This currently shows 
that governance groups and statutory bodies 
are being established. 
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Figure 1: Simplified assisted dying application process.
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Oversight
Oversight under the Act is the respon-

sibility of three new entities: the End of 
Life Review Committee, the Support and 
Consultation for End of Life in New Zealand 
(SCENZ) Group and the Registrar (Assisted 
Dying). The Review Committee is comprised 
of a medical ethicist and two health prac-
titioners, including one who practices in 
end-of-life care. The Review Committee is 
responsible for reviewing each assisted 
death report for compliance with the Act’s 
requirements. 

The Act provides that the Director-General 
of Health must establish the SCENZ Group 
and appoint members who he considers, 
collectively, have knowledge and under-
standing to enable it to discharge its 
statutory functions.13 The SCENZ Group 
is responsible for maintaining a list of 
health practitioners (medical practitioners, 
psychiatrists, pharmacists and nurse prac-
titioners) who are willing to be involved in 
the process. Those on this list may act as the 
attending medical practitioner if a patient’s 
usual practitioner declines to participate 
or conscientiously objects, and they may 
also act as the independent medical prac-
titioner providing the second opinion. The 
SCENZ Group is also responsible for devel-
oping standards of care, and advising on 
medical and legal procedures in relation 
to the administration of medications used 
in AD. Processes will need to be developed 
in regards to composition and dose of 
medication as well as logistics including 
prescription, obtaining, handling, storage 
and disposal of medication if unused.1 

The functions of the Registrar include 
maintaining a register of AD forms, 
reviewing the relevant forms that must be 
lodged at each step in the process, reporting 
annually to the Ministry and receiving 
complaints about health practitioners. 
Medication may only be administered if 
the Registrar notifies the AMP that all of 
the relevant processes have been complied 
with. The timing of the Registrar’s review, 
checking that all procedural steps of the 
Act have been completed, will be important 
for patients close to the end of life.14 Early 
research about Victoria’s AD system suggests 
its prospective oversight and approval 
process has caused delays for otherwise 
eligible patients wishing to access AD.15 

Funding and resource allocation
Funding for service delivery has been 

approved and provider training at the time 
of publication is yet to be determined. The 
multiple consultations, and in particular 
the statutory requirement for the attending 
health practitioner to be available nearby 
until death, commands a significant 
commitment of providers’ time. Additional 
funding for palliative care is also needed. 
Further factors complicating funding is 
competition for scarce resources in the New 
Zealand health system, such as psychiatrist 
evaluations.

Implementing the 
law: service provision 

Translating legislation into clinical 
practice, especially a new area of practice, 
is challenging for all people and services 
involved.1 The greatest complexity is in 
delivering services and the variability of the 
needs and actions of the stakeholders that 
include patients, families, direct providers, 
other healthcare practitioners, tangata 
whenua and wider society.

Lessons regarding regulatory, ethical, 
legal, social, financial and logistical chal-
lenges can be learned from overseas 
jurisdictions.9,16,17 Recommendations from 
this literature include: establishing working 
groups led by experts overseen by a dedi-
cated implementation taskforce to ensure 
alignment across groups; creating models of 
care that illustrate varying levels of organ-
isational participation in providing AD; 
step-by-step clinical guidance; mentoring 
and training for providers; accurate 
consumer information; a centralised 
medication service; transparent data and 
government-funded independent evaluation 
research; and regular communication and 
meetings between Ministry and relevant 
organisations/stakeholders.1,5,9,14,16,18,19 Desig-
nated local contacts from the health services 
could be established as a productive conduit 
for information between the Ministry and 
health services.9 This could help ensure 
effective implementation at the coalface and 
also provide feedback about feasibility of 
different aspects of the process in practice.9 

It is not possible to address all implemen-
tation challenges in a single article. However, 
we address the following key issues that are 
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critical for the implementation of the EoLC 
Act: training, how to have conversations 
about AD, conscientious objection, cultural 
safety and delivery of AD in practice. 

Training for all healthcare 
practitioners 

Although the Act contains no formal 
requirement for training for health practi-
tioners, this does not preclude it, and safe 
and successful implementation of the Act 
requires it. This training needs to include 
training for nurses and other healthcare 
workers who will be co-providing care for 
people requesting, or undergoing, AD.20 
Training can be divided into two broad cate-
gories. The first is training for all healthcare 
workers. It includes information about the 
law, obligations under the law, conscientious 
objection, navigating AD discussions and 
supporting patients, families and colleagues 
(Table 1). The second broad category is 
training for doctors and nurses who choose 
to be directly involved in delivery of AD. 

Training direct providers
Training must clarify the procedures for 

practical matters not addressed in statute.21 
In Australia, mandatory training for doctors 
who wish to assess eligibility is delivered 
via a module-based online programme that 
encompasses the law, doctors’ roles, duties 
and protections, as well as relevant clinical 
skills.21 Clear guidance will be needed to 
assist providers to determine whether 
a person is eligible or not. In particular, 
guidance will be needed to interpret the 
scope of the core criteria that a person 
suffers a “terminal illness likely to end 
the person’s life within 6 months,” and is 
an “advanced state of irreversible decline 
in physical capability” and experiences 
“unbearable suffering.” Training could also 
usefully cover identifying coercion, navi-
gating competence assessments (including 
when a psychiatrist should be consulted) 
and identifying/addressing troublesome 
treatable symptoms (including when to refer 

Table 1: Training for all healthcare workforce for End of Life Choice Act of 2019. 

Training about AD and EoLC Act for all healthcare providers

General • Familiarity with the EoLC Act
• Knowledge of privacy and confidentiality in the EoLC Act
• Conscientious objection (who, when, how, what limits and obligations) 
• Supports and resources for health care providers co-caring for a person 

accessing AD
• Whether your work location is a provision location (or not)

Relating and com-
municating

• Listening to patients, families/whānau and colleagues
• Communication with healthcare team members
• Recognising distress, providing basic support
• Managing family disagreement 
• Awareness of resources and methods to access further support
• Sensitivity to differing cultures, priorities and values at the end of life

Initial informal 
patient request
(made to a 
non-provider)

• Awareness of the prohibition on a health practitioner raising AD
• How to listen to, and address, an initial request (basic skills)
• Listening, and allowing talk, about suffering and death
• How to access basic information (website, brochure, etc) to give to person 

asking
• Initial determination if a person is wanting to talk about dying generally, for 

support around dying (palliative care), or expressing a wish to hasten death 
with AD

• When and how to find a provider for a patient to talk to (if this is out of a 
health practitioner’s scope or you conscientiously object)

• Referral requirements
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to palliative care specialists). Standardising 
doctors’ baseline knowledge to enhance 
their skills is important for consistency of 
decision-making.21 Table 2 presents a list of 
competencies, considerations and training 
areas for providers in New Zealand based on 
the unique elements in the EoLC Act.

Training also extends past the initial 
period. Developing mentorship and peer 
groups would facilitate the exchange 
of knowledge as experience with the 
procedure increases. In some jurisdictions, 
communities of AD practitioners emerged to 
support each other and developed their own 
standards (eg, Canadian Association of MAID 
Assessors and Providers).  

Navigating assisted dying 
discussions

A vital part of implementation and 
training is how to discuss AD with patients, 
including prior to a formal request for AD 
being made. Talking about AD raises issues 
such as when can it be discussed with a 
patient, what constitutes a request and 
whether a patient raising the topic of AD is 
the same as a request for hastened death. 
There is also the issue of what communi-
cation about AD that a health practitioner 
is obliged to provide when the provider 
personally objects to AD, which is discussed 
in the next section. 

Section 10 of the Act states that no health 
practitioner, not only those eligible to 
provide AD, may initiate any AD discussion 
or make any suggestions in substance 
that a person choose to receive AD. To do 
so is in breach of the Act. Such a breach 
may lead to a complaint to the Health and 
Disability Commissioner, and in cases of 
serious breaches, the health practitioner 
may be subject to disciplinary proceedings 
under the Health Practitioners Compe-
tence Assurance Act 2003 (Section 38(2)). 
Further, a wilful failure to comply with any 
requirement of the Act is an offence (Section 
39(1)) (liable on conviction to prison up to 
three months or a fine of $10,000). 

The Act adopts this prohibition from 
the Victorian legislation. Early analysis of 
the operation of the Victorian AD system 
confirms this prohibition has been prob-
lematic in practice.3,6,22 “If patients are 
unaware of the prohibition on doctors 
raising VAD, they may assume that VAD is 

not an available option for them or that 
they are not eligible.”2 The public will need 
to be informed that, for the AD process to 
be initiated, the patient needs to make an 
explicit request for AD. Patients will require 
considerable social and cultural capital, as 
well as health literacy, to know or find out 
about AD and to request it in a manner that 
is considered credible and sufficient by the 
receiver.23,24 

Although the intention of ensuring no 
one is coerced and avoiding “suggestibility” 
are important, the prohibition on initi-
ating the first AD conversation becomes 
problematic in practice,6 particularly in 
determining what constitutes a request. 
Another concern is that practitioners may 
avoid any discussions for fear of repercus-
sions.2 These are practical challenges that 
result in health practitioners being unclear 
about what they can say when a patient 
is in a contemplative stage of decision 
making. Implementation guidance must be 
clear on what constitutes a request for AD 
information (and what does not) to ensure 
health practitioners feel confident in prac-
tising within the bounds of law in a difficult 
new area of practice. Guidance is also 
needed on how to respond to an ambiguous 
request. 

Even once it is clear a request for AD 
information is being made, practitioners 
should be aware that an expression of 
a wish to hasten death is not always a 
literal request.25 For some people it is an 
expression of despair about one’s current 
circumstances, a vehicle to talk about dying, 
an expression of unmet need or a coping 
strategy for anticipated agony.26 Others will 
go through the approval process to have 
the option available to them if they need 
it. However, for others the wish to hasten 
death is enduring. Training should cover the 
nuanced reasons, functions and meanings 
of patients raising AD with them. Health 
professionals ideally should be willing to 
openly discuss dying, assisted or otherwise. 
Norwood reports that most “euthanasia 
talk” does not lead to AD; like talking about 
suicide, it serves a palliative function and 
may prevent most assisted deaths from 
occurring.27 Conscientious objection should 
not interfere with open discussion of a 
patient’s views on the death and dying, 
including AD. 
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Table 2: Training and other considerations for providing doctors and administering nurse practitioners.

Training for providers of AD under the EoLC Act

Choosing to be a 
Provider

• What is required to become a provider
• What is required of a provider
• Finding advice/resources to determine whether AD is within scope of practice, 

including:
• Competency in communication and the elements of informed consent
• Ability to convey information about options, symptom management, pallia-

tive care
• Basic knowledge of medical ethics regarding end-of-life care
• Cultural sensitivity 

• How to access more training
• What supports are available to providers
• Reimbursement process 

At initial informal 
request 

• Advanced skills in the same areas from initial informal request in Table 1
• Assessing eligibility criteria and ineligible conditions (age, mental illness, disability)
• Expertise in differentiating a serious request for AD from request for more support, 

symptom management or discussing fears about the future 

At initial formal 
patient request

• Awareness of the prohibition on a health practitioner raising AD
• How to approach and address an initial request 
• How to access information (checklist) to provide to person 
• Referral requirements and methods 
• Knowledge of forms (and their purpose) completed at initial request and other 

stages
• Differentiate provider response options for differing clinical scenarios (eg, between 

requests driven by long-standing values versus impulsive or momentary distress) 

Assessment for 
eligibility

Prognostication
• Familiarity with prognostication literature and resources
• Familiarity with how to find and use New Zealand Hospice and Palliative Care 

Referral Criteria for Adults
• Recognising when specialist assistance is required for determining life expectancy
• Coercion
• How to evaluate and detect coercion, how to differentiate coercion, support and 

persuasion
• Recommendations for gathering information from multiple sources
• Privacy limitations of collecting information from other sources
• How to address scenarios of unmet resource needs (symptom management, care-

giving or financial needs) that may be a type of coercion
Competency assessment
• What standards and tools are recommended for routine use
• Knowledge of strengths and weakness of different capacity assessment tools
• Which capacity assessment tools are available for special circumstances such as 

the non-verbal, people with other difficulties with communication
Informed consent
• Skilled in meeting elements of informed consent
• Documentation required, supporting documentation recommended
• Consider witnesses or recording for challenges after the fact
• Identifying and navigating difficulties with communication or learning differences
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Training for providers of AD under the EoLC Act

Between qual-
ification and 
provision

Clinical dilemmas (tricky situations)—identify and access available resources
• Understand what the Registrar/SCENZ/Review Committee can provide
• Understand when and how to get a legal opinion or clarification
• Understand when and how to get expert clinical ethics consultation
Counselling, support, choreography, managing distress 
• Counselling families, managing dynamics
• Communication with healthcare team members
• Awareness of resources and methods to access (personal, team) supports
• Responding to requests to reschedule forward or backwards
• Responding to common changes in circumstances
• Determining limitations on appropriate locations for procedures
• Safety in acquiring, transporting and handling medications
• Anticipating IV access and problems with IV access 
• Anticipating privacy concerns

During provision • Medication administration—how to use and side effects 
• Anticipating vomiting or problems with oral administration 
• Coordination of patient, family and staff on day of death
• Guiding and counselling families (before, during and immediately after) 
• Managing boundaries and social media (recording devices, live streaming)
• Familiarisation with provider personal safety
• Role and strategies if other team members develop distress
• How to proceed if patient the does not die within the expected time frame

After provision • Technical aspects such as death certification, reporting death to Registrar, cap-
turing demographics and statistics being collected, privacy, and other required 
documentation

• When, where and how the provider can get (funded) personal support
• Supporting families/whānau immediately after death:

• When families experience distress or ask questions in weeks or months after 
death

• Differentiating grief from depression
• Recognising when to refer whānau for further support, grief vs depression
• Responding to, or de-escalating, angry family members

• Resources and procedures for responding to personal threats to providers
• Self-care for providers after involvement in AD
• Offences and protection for providers acting in accordance with the Act

Table 2: Training and other considerations for providing doctors and administering nurse practitioners 
(continued).
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Conscientious objection
Health practitioners (or organisations) 

with conscientious objection to AD are 
not compelled to participate (Section 8).28 
However, a medical practitioner must 
inform the patient of their conscien-
tious objection and tell the person they 
can contact the SCENZ Group who will 
help them find a provider. Organisations, 
particularly hospitals, hospices, general 
practices, aged care facilities and DHBs, 
need policies and procedures about how 
they will respond to enquiries about AD 
from patients, and how to accommodate 
the diverging views of staff and their will-
ingness to participate in various aspects 
of AD. Institutional objections may have 
a significant impact on access to AD 
and working around objecting organi-
sations may be a major implementation 
challenge.29

Cultural safety
Under Te Tiriti o Waitangi, Māori have a 

right to culturally safe care from providers. 
There is a diversity of views among Māori 
on AD.30–32 Whānau are a crucial consider-
ation for Māori regarding AD, and for other 
cultures too.30 For some Māori, autonomy 
is not the only consideration in dying, 
because the dying person is not considered 
an isolated individual but inextricably 
connected to one’s ancestors, living whānau 
and future generations.30 As the person is 
encouraged to discuss their AD decision with 
their loved ones, there is scope to include 
whānau in the decision-making process. 
End-of-life tikanga (“right” or “correct” 
traditional practices) and kawa (protocol) 
hold special significance and should be 
discussed by Māori requesting AD with 
their whānau (family) and hapū (subtribe). 
Health practitioners should be proactive 
in encouraging these conversations, while 
acknowledging the diversity among Māori. 
Given substantial evidence of conscious and 
unconscious bias that disadvantages Māori 
and issues of access to care and in health 
policy,33 providing culturally responsive care 
and equitable access to AD while at the same 
time safeguarding structurally disadvan-
taged populations is crucial. Consultation 
with Māori health organisations throughout 
the implementation process and beyond is 
recommended.

Delivering assisted dying in 
practice

AD provision for New Zealanders is 
complex and will require the coordination 
of multiple services and practitioners with 
varying levels of participation. Clear and 
accessible protocols and systems will be 
important so people requesting AD and 
their providers have information and forms 
readily available. This also assists in making 
compliance and data collection easier.1 
There is a need for a consumer and provider 
information service that provides explana-
tions in plain English and other languages. 
The Australian state of Victoria funded 
a “navigator” service9 (as did Western 
Australia) as a proactive approach to enable 
providers and consumers to understand 
and engage with the statutory process. New 
Zealand should draw on the experience 
with the challenges in Victoria3,5,6,15,24,34 and 
Canada18,19,35 to ensure access to legally 
available AD is not unduly hampered by 
process which does not materially enhance 
the safety of the system. There are proce-
dures, forms and documents required at 
each step of the process. Compliance with 
the procedural steps and safeguards is 
important, but if they are disproportionate 
or bureaucratic, this can present barriers to 
access for eligible patients and deterrents 
for providers, without actually improving 
safety.1,5,6,15,24,34 Research from overseas 
suggests safeguards and processes, each of 
which have merit on their own, when put 
together can become burdensome for those 
involved and may undermine the stated aim 
of the law, to establish a lawful process for 
assisting eligible persons to request medical 
assistance to end their lives.3,5,6,15,18,19,24,34,35 

The Act does not prescribe the availability 
of clinical ethics advice when there is a 
moral or ethical dilemma. Healthcare prac-
titioners and other stakeholders will require 
access to a multi-disciplinary clinical ethics 
advisory group to assist in analysing the 
decision-making dilemmas that will inevi-
tably arise.36,37

Public reporting 
and research

A major part of the Act’s implementation 
is ensuring there are appropriate data 
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collection processes in place, so that high-
quality, detailed epidemiological research 
can be conducted to track trends of use, to 
monitor safeguard adherence to protect 
vulnerable populations, and to ensure access 
is only granted to those who are eligible. 
Alongside quantitative data, qualitative and 
evaluation research is needed to capture the 
experiences of those involved and otherwise 
affected.

Reporting requirements 
The number of assisted deaths, and its 

proportion as a percentage of all deaths, 
will be of considerable public interest. In 
addition to the Registrar’s specific reporting 
requirements outlined in Section 27(7), the 
Act enables the Registrar to report on “any 
other matter relating to the operation of this 
Act that the Registrar thinks appropriate.” 
We advocate for the data in Figure 2 to be 
collected via the forms so that detailed moni-
toring and equity issues can be researched.

Statutory restrictions (Section 36) prohibit 
making some details of AD deaths public, 
including method of administration and 

place of death. While the purpose of this 
is to protect the privacy of those involved, 
this may prevent certain factors from being 
researched by non-government parties. 
Research about the uptake of adminis-
tration methods, as well as site of death, 
are important aspects of reporting in other 
jurisdictions. 

Collecting data on the reasons people 
are choosing AD is important for reporting 
and potentially improving health service 
delivery. The comprehensive end-of-life 
concerns list from the Oregon Death with 
Dignity Act Annual Reports would provide 
a useful comparison. Following Oregon, 
multiple reasons can be selected. However, 
in Oregon, reason(s) for seeking AD are 
recorded by physicians, not patients.38 To 
ensure data are accurate, this list should 
be incorporated into the patient’s written 
request form as well.

The Oregon list also does not capture some 
reasons that New Zealand-specific research 
found for wanting to access AD. Some New 
Zealanders wish to have the option of AD 

Figure 2: Data collection recommendations for patient characteristics and assisted dying processes.

Patient characteristics
Underlying diagnosis, estimated prognosis, age, citizenship, ethnicity, gender, religion, marital status, 
education level, geographic region, type and place of residence (NZDep score), receiving palliative 
care/hospice/disability support1 and duration at time of request and at death, preferred language/any 
communicative assistance, reasons for choosing AD.
Requests
Number of approved and ineligible applications, why and by whom ineligibility opinion was reached 
(including requests prior to the first formal assessment who were ineligible), number of applications 
where the person withdrew and why or died prior, duration of each stage and process as a whole: first 
request, second opinion, psychiatrist opinion, approval, registrar review, prescription and death, any 
supportive (psycho-social-spiritual) care referrals given and, if accepted or declined, who the AMP 
consulted with, whether family/whānau informed, whether another person signed on the requester’s 
behalf and their relationship.
Administration
Method of administration, doctor or nurse practitioner administered, time from medication adminis-
tered till death, drug type and any unexpected/adverse events, place of administration.
Providers
Total number of AMPs and IMPs and their specialities (and number of cases where they provide), 
usual or replacement AMP, assessment by psychiatrist, completed training (if it occurs) and location of 
trained providers. 

1As per Canadian reporting, disability support services could include but are not limited to assistive technologies, 
adaptive equipment, rehabilitation services, personal care services and disability-based income supplements.
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to hasten dying, rather than a definite wish 
to hasten death.23 Single item reasons may 
not capture holistic conceptions of hauora, 
including wairuatanga (spirituality); spir-
itual/existential beliefs are important for 
many at the end of life and will often be part 
of the decision-making processes.39,40 

Experiences of accessing and 
providing AD

In addition to these statistics, qualitative 
data must also be collected about how the 
AD process functions for patients, families 
and health professionals. These perspec-
tives are vitally important for an optimal AD 
system and are also necessary to inform the 
legislated review after three years.

Research is needed with those who are 
using the AD system to determine how it is 
operating in practice and the extent to which 
it is achieving its policy goals. This would 
include research with patients and whānau, 
health practitioners, health administrators 
and AD regulators to understand their 
experience with the Act and how it has been 
implemented. Key questions include: How 
are patients and health practitioners navi-
gating through the system? What aspects of 
the law and its implementation are working 
well and what are causing problems? Is 
the Act facilitating timely access to AD for 
eligible patients while safeguarding the 
vulnerable?

Collecting the experiences of health 
practitioners, both those exercising their 
freedom of conscience, as well as in-prin-
ciple supportive providers and conscientious 
participants4,41,42 is also useful. When the 
Act is reviewed in three years, it will be 
important to know the support, informa-
tional and other needs of providers. One 
concern voiced by health practitioners is 
that public trust in them will change. The 
New Zealand Attitudes and Values study43 
is well placed to monitor this and report on 
attitude changes over time.

Other areas of research include evaluating 
the quality and suitability of the palliative 
care offered in New Zealand and evaluating 
the strategies discussed that may alleviate 
suffering. This would be useful infor-

mation to improve end-of-life care. Other 
future research questions include: How is 
decision-making shared in assisted dying 
processes? What learning can be gleaned 
from researching complaints?

Two significant gaps were identified 
in a systematised review of the New 
Zealand research on AD: the views of the 
terminally ill and those of people with 
disabilities.32 Since that review, research has 
included people considering AD who were 
approaching the end of life.23,44 A follow-up 
longitudinal study of the wish to hasten 
death in New Zealand is necessary because 
research has shown it fluctuates and can 
co-exist with the will to live.45 New Zealand 
would benefit from research with the 
diverse communities that identify as having 
a disability and to track their experiences 
over time.

Conclusion
This article has identified some of the chal-

lenges for implementation and proposed 
priorities for the data collection and 
research that must follow once AD becomes 
lawful. There is urgency in preparing for 
when the EoLC Act comes into force on 7 
November, but this work must continue 
after that time as well. As was argued in 
relation to Victoria’s recent AD law, “imple-
mentation is an ongoing process,” and 
continuous evaluation and improvement is 
a necessary part of an effective AD system.1 
A key part of this is research evaluating how 
the law is working in practice; empirical 
data are important for transparency and 
to guide improvements in practice.14 New 
Zealand regulators will need data to know 
whether access is equitable, who is choosing 
to make use of the law, whether providers 
are well informed and whether the safe-
guards are working as intended. Monitoring 
the EoLC Act will provide information to the 
public of its operation and inform the legis-
lated review of operation of Act within three 
years. Transparent reporting will foster trust 
in the health system. The implications of 
how this Act is implemented are significant 
for patients, whānau, health professionals 
and society. 
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