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Doctors and lawyers in the Netherlands have developed the Groningen Protocol to regulate and justify
recommendations that hasten the death of newborns with severe impairments. The Protocol is based
on a review of treatment decisions that lead to the deaths of more than twenty Dutch infants born with
Spina Bifida.! Other doctors make similar decisions but the Groningen Protocol most clearly expounds a
practice where parents are counseled that their babies’impairments will result in a life not worth living,
and should die. Stereotypes about the lives of people with disabilities drive these recommendations.
These practices are perhaps the most serious instances of disability discrimination.

This paper reviews the Groningen Protocol according to human rights principles. Civil, criminal law and
child abuse approaches, are not analyzed.” This paper is about cases where with continued care, an infant
is expected to live indefinitely, not instances where death is imminent.

The paper examines the key factor for the Groningen Protocol and similar decision-making - the anticipa-
ted “quality of life” for an infant with impairments - and exposes two major problems. First, the Protocol
directs doctors to discriminate in their counseling based on the infant’s disability. Second, predictions
of a poor quality of life, a problematic concept to start with, are often not based on acceptable evidence
but are rather a result of implicit stereotyping. This results in discrimination against and death of disabled
newborns.

The analysis starts with the International Convention on the Protection and Promotion of the Rights and
Dignity of Persons with Disabilities and also reviews The Charter of Fundamental Rights of the European
Union, European Convention for the Protection of Human Rights & Fundamental Freedoms and Europe’s
Amsterdam Treaty, Article 13 and the Proposed European Commission Directive. The paper analyzes other
international standards including the Universal Declaration of Human Rights and the Convention on the
Rights of the Child.

These international human rights laws do not set up enforcement schemes for individuals, but are aimed
at having all States find ways to enforce the standards within their borders. The paper’s conclusions are,
therefore, directed to States, which should take the lead in establishing nondiscriminatory standards of
local medical practice.

A Note to Families: | believe that an ethical decision can be made to end all but palliative treatment for an
infant who is on the edge of life and death, who will live briefly only with the most extreme interventions
or will have no consciousness. This should be left in the hands of informed parents who are given not only
the most current medical perspective, but also full information about the real lives of people with severe
impairments. It may be the hardest thing they do in their lives, whatever their decision. The human rights
approach should not be used to second-guess their decisions. | advocate public policies that make cer-
tain families are not pushed by systemic stereotypes about people with disabilities when making these
decisions.
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Partll

“ The Practice Defined and Challenged

The Groningen Protocol was developed to regularize treatment decisions for newborns with severe
impairments. The Protocol holds that it is medically and legally proper to take ‘life ending measures’- to
withhold or withdraw treatment or even to give drugs to hasten the death of an infant, in these circum-
stances:

First, there are infants with no chance of survival. This group consists of infants who will die soon
after birth, despite optimal care with the most current methods available locally. These infants have
severe underlying disease, such as lung and kidney hypoplasia.’

Infants in the second group have a very poor prognosis and are dependent on intensive care.
These patients may survive after a period of intensive treatment, but expectations regarding their
future condition are very grim. They are infants with severe brain abnormalities or extensive
organ damage caused by extreme hypoxemia. When these infants can survive beyond the period
of intensive care, they have an extremely poor prognosis and a poor quality of life.

Finally, there are infants with a hopeless prognosis who experience what parents and medical
experts deem to be unbearable suffering. Although it is difficult to define in the abstract, this group
includes patients who are not dependent on intensive medical treatment but for whom a very poor
quality of life, associated with sustained suffering, is predicted. For example, a child with the most
serious form of Spina Bifida will have an extremely poor quality of life, even after many operations.
This group also includes infants who have survived thanks to intensive care but for whom it
becomes clear after intensive treatment has been completed that the quality of life will be very
poor and for whom there is no hope of improvement.”

The Groningen Protocol has been accepted as a standard of practice by the Dutch Paediatrics Associa-
tion.” A report to the Netherlands’' House of Representatives by State Secretary for Health, Welfare and
Sport and the Minister of Justice showed the Dutch government’s support of the Protocol. The report
endorsed ‘due care criteria a doctor would need to meet to avoid prosecution for terminating the life of
a seriously ill newborn child!® When it established an‘experts committee’ to assist legal review of such
cases, the government said that infant deaths that followed the decision to end or withhold treatment
are not subject to review, only deaths after ‘active measures!

It is not only Dutch children with Spina Bifida who are at risk for dying through application of the Gro-
ningen Protocol but many others, including premature babies, infants with Down Syndrome and other
infants born with significant problems. The Wyatt case in Great Britain shows that doctors there seek to
avoid treatment over parental objections if they think the treatment results in the child’s suffering with
‘no commensurate benefit’ because of disability.” A 2006 article in the journal Pediatrics reports that at a
Portland, Oregon hospital one-third of neonatal intensive care unit staff would counsel do not resuscitate
for 24-25 week gestation infants, up to 68% of whom would be expected to live, if resuscitated. This is
justified because 25-30% of the survivors would be expected to have severe and 20-30%, moderate
disabilities. Between 40 and 55% of survivors would be predicted to have minor or no disabilities.”

In Belgium, doctors reported seventeen instances in one year where they gave drugs to kill severely
impaired babies.”

In 1989, the US Civil Rights Commission issued a report, Medical Discrimination against Children with
Disabilities, which includes a long review of medical literature and other evidence of neonatal practices.
It concluded that the practice of withholding treatment from viable infants with impairments was

10
common.
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Ethics, Policy Debates and the Groningen Protocol

Ethical considerations relating to quality of life arguments are critically important in developing public
policy and private practices in this field but are not fully explored here. Proponents of the practice believe
that they are justified by their concern to avoid unbearable suffering and worthless lives and a conclusion

that it is ethical to decide for another that ‘death would be more humane than continued life!""

Justifications for such practices were criticized as early as a 1975 Stanford Law Review article and found
wanting.'? Pierre Mertens, President of the International Federation for Spina Bifida and Hydrocephalus
(IF) has written on the moral dimensions of this practice.’* Martha Field, writing in the Harvard Women's
Law Journal in 1993 identified a range of serious problems with killing the handicapped after birth."*
Field viewed the practice as disability discrimination and a form of eugenics.'” She asked: Where is the
line drawn among babies predicted to be to some degree undesirable - and on what principle? For how
long should the option be given to the parents? What if adoptive parents present themselves?'®
Philosopher Peter Singer, however, writes from a utilitarian perspective that sees infants as replaceable
and lives'value as measurable. He writes: ‘Killing a disabled infant is not morally equivalent to killing a
person. Very often it is not wrong at all!"” A recent article criticizes the Groningen Protocol and Singer’s
support for it for turning away from the social norm of punishing unjustified homicide (e.g. when not in
self-defense) and for adopting a twisted victim-centric ethos that absolves killing because of the unique
characteristics of the victim.'®

Organizations representing people with impairments, including The International Federation for Spina
Bifida and Hydrocephalus (IF) oppose the Protocol. IF and its allies in the European Disability Forum have
adopted a resolution stating in part:

1. Allinfants with impairments have the right to live and to benefit from all treatments which can
improve their quality of life or prevent further impairment. Active termination of life of infants
with impairments should not be permitted on the basis of their expected quality of life;

2. Adisability should never be an argument not to provide available life-saving and life-improving
treatment;

3. Pain and suffering of the infant must not serve as justification for active termination of life.
Instead, alleviation of that pain and suffering must be sought as the primary solution;

5. Societal assumptions about the quality of life of people with disabilities or social provision cost
factors should not justify active termination of life on the ground of disability in violation of
internationally accepted human rights principles...;

7. Counselling for parents should be supportive, focusing on all aspects of life for a child with
impairments. Parents should be informed about all recent scientific advances that have
improved considerably the quality of life of people with impairments, and about
legislative initiatives, including non-discrimination and human rights legislation, which offer
more legal protection to disabled people and their families. They should also receive
information and access to care and support opportunities, which may help the optimal
development of the child;

8. Any explicit or implicit bias, practice or procedure in counselling that devalues the worth of the
life of people with impairments is a form of discrimination and is a violation of universal human
rights principles...;

9. Every form of discrimination against disabled people should be outlawed including in any
legislation on active termination of life of infants with impairments;'?

The Groningen Protocol has also been questioned in the Netherlands. In 2007, the Health Council of the
Netherlands’ Centre for Ethics and Health urged reexamination of key medical assumptions underlying of
the Protocol and the government policy. The Centre questioned whether reliable predictions of suffering
and quality of life can be accurately made.?”
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The IF and EDF resolutions and parents’in the cases of Wyatt in the UK and Johnson in the US raised
human rights standards as a basis for opposing ‘no treatment’ decisions for disabled newborns.”" Their
demand for an end to discrimination in neonatal services is treated in detail in this paper.

Partlll

The Groningen Protocol and the International
Convention on the Rights of Persons with
Disabilities: Medical Discrimination

Key Provisions of the International Convention on the Protection and Promotion of the
Rights and Dignity of Persons with Disabilities (Convention on the Rights of Persons with
Disabilities)**

This Convention, now being adopted by nations around the world, is intended to create a universal un-
derstanding of and approach to disability rights.”* The Convention is directed to States, not to individuals
or organizations. It obligates States to adopt and enforce non-discrimination policies and to promote the
rights and interests of people with disabilities. The Convention’s principles and specifications that govern
an approach to neonatal treatment of those facing severe disabilities are both general and specific.

Principles set out in Article 3 include:

(@) Respect for inherent dignity, individual autonomy including the freedom to make one’s own
choices, and independence of persons;

(b) Non-discrimination;

(d) Respect for difference and acceptance of persons with disabilities as part of human diversity
and humanity;

(e) Equality of opportunity; and

(h) Respect for the evolving capacities of children with disabilities and respect for the right of
children with disabilities to preserve their identities.

Among provisions of the Convention relating to treatment of severely impaired newborns are:

[Elvery human being has the inherent right to life and ... all necessary measures to ensure its
effective enjoyment by persons with disabilities on an equal basis with others. (Article 10.)

Every person with disabilities has a right to respect for his or her physical and mental integrity on
an equal basis with others. (Article 17.)

[Plersons with disabilities have the right to the enjoyment of the highest attainable standard of
health without discrimination on the basis of disability. (Article 25.)

Paragraph (b) of Article 25 obligates States to:
Provide those health services needed by persons with disabilities specifically because of their

disabilities, including early identification and intervention as appropriate, and services designed to
minimize and prevent further disabilities, including among children....
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Most directly applicable is paragraph (f) of Article 25, which demands that States:

Prevent discriminatory denial of health care or health services or food and fluids on the basis
of disability.

This reinforces the demand set out in paragraph (d) of the same article which will have States:

Require health professionals to provide care of the same quality to persons with disabilities as
to others....

The Convention on the Rights of Persons with Disabilities (CRPD) pledges States ‘to take all appropriate
measures, including legislation, to modify or abolish existing laws, regulations, customs and practices
that constitute discrimination against persons with disabilities; and ‘to take all appropriate measures
to eliminate discrimination on the basis of disability by any person, organization or private enterprise....
Articles 4 (b) and (d).

The overall approach of the CRPD is to protect the most basic interests of persons with disabilities,
including life, to stop discrimination and to encourage a wide range of efforts to maximize their human
potential.

(B Discrimination Prohibited By the Convention on the Rights of Persons with Disabilities
The Convention’s Article 5 provides for equal protection of the law and non-discrimination:

1. States Parties recognize that all persons are equal before and under the law and are entitled
without any discrimination to the equal protection and equal benefit of the law.

2. States Parties shall prohibit all discrimination on the basis of disability and guarantee to persons
with disabilities equal and effective legal protection against discrimination on all grounds.

3. In order to promote equality and eliminate discrimination, States Parties shall take all
appropriate steps to ensure that reasonable accommodation is provided.

4. Specific measures which are necessary to accelerate or achieve de facto equality of persons with
disabilities shall not be considered discrimination under the terms of the present Convention.

The Convention requires reasonable accommodations consisting of:‘necessary and appropriate modifi-

cation and adjustments not imposing a disproportionate or undue burden, where needed in a particular
case, to ensure to persons with disabilities the enjoyment or exercise on an equal basis with others of all

human rights and fundamental freedoms! Article 2.

Three forms of discrimination are addressed. Discrimination is defined as:

any distinction, exclusion or restriction on the basis of disability which has the purpose or effect
of impairing or nullifying the recognition, enjoyment or exercise, on an equal basis with others, of
all human rights and fundamental freedoms in the political, economic, social, cultural, civil or any
other field. It includes all forms of discrimination... Article 2.

Article 25 (f) of the Convention expressly bars direct discrimination including the ‘discriminatory denial
of health care or health services ... on the basis of disability! It also holds that failure to make reasonable
accommodations necessary for a disabled person when needed to promote equality and eliminate
discrimination is a second form of discrimination. Articles 2 and 5 (3).

The third is indirect or disparate impact discrimination, such as a rule that every visitor to a neonatal
intensive care unit must first don clean-room gear, without assistance. That rule is neutral but will have
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a predictably negative impact on a group of disabled persons - those who have paralysis of their hands
and arms. Without strong justification for the rule, legitimate goals that cannot be met with less-impac-
ting means, it is illegal discrimination on the basis of disability. This kind of discrimination claim is not
explicit in the Convention but must be recognized in order to address practices that have ‘the effect of
impairing...exercise...of all human rights.... as required by Article 2, as well as to effectuate Article 5's
requirement for‘equal and effective legal protection against discrimination on all grounds!

The Convention sets as one of its purposes ‘to combat stereotypes, prejudices and harmful practices...!
Article 8(1)(b). Actions that are based on stereotypes are illegal discrimination under Article 2. As the US
Supreme Court explained in a disability rights case:

Underlying much discrimination law is the notion that animus can lead to false and unjustified ste-
reotypes, and vice versa. Of course, the line between animus and stereotype is often indistinct, and
it is not always necessary to distinguish between them.*

Infants’ Rights and Proxy Decisions

Article 7 of the CRPD, ‘Children with Disabilities, requires parties ‘to take all necessary measures to ensure
the full enjoyment by children with disabilities of all human rights and fundamental freedoms on an
equal basis with other children!Paragraph 2 states: ‘[l]n all actions concerning children with disabilities,
the best interests of the child shall be a primary. Principled arguments can be made that a child’s best
interests may be to limit treatment to comfort care in the end-of-life situation, despite the likelihood that
this will lead to a quicker death. Whether it is doctors or parents and courts that are responsible to deter-
mine best interests, is the controversy addressed throughout this paper.

The Convention in Article 12 requires recognition of both these persons’right of individuality and their
legal capacity under States’ laws. This recognition is not restricted to adults. Infants cannot themselves
exercise any rights and are dependent on others to assert them. The Convention endorses guardianship
arrangements for substitute decision-making for infants, so long as the measures:

are free of conflict of interest and undue influence, are proportional and tailored to the person’s
circumstances, apply for the shortest time possible and are subject to regular review by a compe-
tent, independent and impartial authority or judicial body. The safeguards shall be proportional to
the degree to which such measures affect the person’s rights and interests. Article 12, paragraph 4.

Normal proxy decision-making for medical issues by parents of infants is unlikely to be problematic.
Parents regularly exercise this authority, but almost never with any examination by independent autho-
rity or judicial body. Parental guardianship related to medical care is a matter of natural law, constitutional
interpretation®” or is recognized by statute. It is rarely reviewed by outside authorities.

The Convention assumes that informed and active parents are the primary guardians of the infant’s
interests.”® Child neglect laws should be sufficient to address medically dangerous decisions of parents
and could provide the kind of independent review envisioned by Article 12 of the CRPD. The Convention’s
approach to the problem of potential parental prejudice towards children with impairments says that
States should work through education and provisions of support to change behavior that reflects
customs and practices that harm disabled children.?” The Convention does not support the use of anti-
discrimination laws against parents.

However, the participation of third parties — medical providers — in making and in carrying out these
medical decisions - should take into account the child’s human rights set out by the CRPD.
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(2} Counseling and Consent at the End of Life

The Convention does not attempt to define the beginning or end of life. States that allow medical
personnel to stop medical care at any time before the very end of life, however defined, might be char-
ged by some with violating Articles 10, 17 and 25 of the CRPD. That is unlikely to be widely accepted. A
competent person’s right to make end-of-life choices, and to not have interference with that decision,
has been accepted in some nations to be consistent with the right to life principle.”® The right of a person
to make end-of-life medical decisions can be justified by Article 3's reference to autonomy and freedom
to make personal choices and the informed consent perspective set out in the health care Article, 25(d).
When a person has chosen to stop medical treatment that prolongs the process of death, there is no
‘discriminatory denial of health care’ nor‘interference with attaining the highest level of health; because
the person has exercised her own rights of integrity, decided that the death process need not be pro-
longed.

This is not an infant’s option. The Convention’s Article 12(4) recognizes the role of substitute decision-ma-
kers for incompetents and calls for oversight. For infants there are circumstances where treatment is futile
and may only briefly prolong life - the patient is both disabled and has essentially no chance of survival.””
Counseling parents to halt or forgo treatment for these babies, would not be disability discrimination if
based on a belief that the life is likely to be very short and thus no benefit will be gained from treatment.
This is because the medical counseling would be based on a factor other than the child’s disability status.
The first category of the Groningen Protocol, see page 5, relates to such infants who have no chance to
survive and counseling to stop treatment of those babies does not violate nondiscrimination principles.

In the UK’s Wyatt case, judicial approval of a hospital’s plan to forgo ventilation in case of an infection was
based on an extension of this reasoning - it is in the child’s best interests to have an easy, as opposed to a
difficult death. Judge Hedley wrote in his 5th opinion denying Charlotte’s parents’ plea for treatment:‘'no
sensible view of life is complete without a view of how it ends and the aspiration for a good death is one
which is deep within the human psyche!*° The appellate court rejected a view that withholding treat-
ment was permissible only when life was thought to be intolerable and it directed use of a best interests
balancing test for future decisions.?’ In the Wyatt case, the doctors’ recommendation for no treatment
turned out not to be an end of life decision because she has lived for years, as opposed to a few weeks or
months.*?

The law in Great Britain and the European Convention on Human Rights afford no right of a competent
disabled adult with an intolerably poor and suffering life to obtain legal authorization for help with
suicide, despite recognition of her personal autonomy and personal integrity.** It is anomalous that in
the U.K. an infant with disabilities may die through deliberate medical actions because others decide her
life is worthless, but that if she were to survive for twenty years and come to her own decision that her life
should end, she might have no right to get the same ‘assistance’

(3 Analysis of the Groningen Protocol under the International Convention on the Rights
of Persons with Disabilities

In the analysis that follows, counseling by medical staff using the Groningen Protocol or similar practices
is examined as a matter of direct discrimination. To establish a case of direct disability discrimination, a
complainant must show that a person with a disability is treated unfavorably by a party subject to the law
in providing covered services, because of the person’s disability.

The following confirms that severely disabled infants are protected by the Convention and that counse-
ling in the course of neonatal medical services is covered by anti-discrimination principles. Itis in that
counseling that stereotyped attitudes towards people with disabilities leads to overt discrimination
against some babies.
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1. Severely Disabled Infants are Protected by the CRPD

The Convention’s own terms set out that these infants are covered. Children’s rights are given a special
section in the Convention. Article 7. Infants subject to the Groningen Protocol are without doubt disabled
as they have ‘long-term physical, mental, intellectual or sensory impairments which ... hinder their full
and effective participation in society on an equal basis with others! Article 1. Arguments that infants with
disabilities should not be recognized as persons are addressed on page 16.

2. Medical Staff and Institutions’ Provision of Neonatal Services Are Covered by the CRPD

The application of national laws implementing the provisions of the Convention to practices of medical
staff and institutions using the Groningen Protocol is required by the Convention. In order to implement
the Convention’s ban on discriminatory denial of health care, Article 25 in paragraphs (d) and (f), States
must apply non-discrimination standards to medical practices.

In medical services, there is a series of actions between provider and patient. The patient comes to the
attention of the doctor. The doctor gets permission to examine. She then examines the patient to
diagnose and to develop a course of treatment. At stages in the relationship, the doctor counsels the
patient, in these cases through the infant’s parents.

a. Acceptance for Care and Assessment

It is unlikely, but possible, that providers may refuse to provide any care to a severely disabled newborn.
Article 25(d) of the Convention requires equality of treatment and bans, in paragraph (f), ‘discriminatory
denial of health care or health services or food and fluids on the basis of disability. Refusal to treat
because of disability violates many of the Convention’s basic premises.** This does not mean that all
doctors are required to treat any patient in any circumstances.*”

It would also be discrimination to accept for treatment only those children who have minor or moderate
disabilities. Article 4 of the CRPD directs States to forbid ‘discrimination of any kind’ on the basis of disabi-
lity. The Convention’s goals of protection of life and liberty, privacy, social integration and habilitation for
all disabled persons would be perversely skewed if laws permitted only the ‘deserving disabled; or those
whose cases are less difficult, to benefit from equal treatment and equal access to medical care. In the US,
discrimination based on severity of disability has been held to violate the ADA.*° Suggestions that the
most extremely disabling and fatal conditions are a justification for giving some fetuses less protection
under abortion funding restrictions have been rejected in the US*” In the UK, a proposal that a less-
developed conjoined twin should not be treated as a person was rejected.*® To combat stereotyping of
people with disabilities, to eliminate their institutionalization and to strike at the full range of discrimina-
tion, the CRPD should likewise be interpreted to forbid discrimination based on the severity of disability.

b. Counseling and Obtaining Consent for Treatment Plans

The counseling stage of doctor-patient relationships is critical. These services, as surely as provision of
drugs or specialist referrals, must be delivered without discrimination.

No-one will think that the parents of a child of Caribbean heritage should be given different information
or options than the parents of a Swiss child. Presumably no professional will restrict counseling for
various treatment options based on the infant’s gender. A doctor who differentiates his counseling and
treatment recommendations based solely on an adult’s disability would be subject to legal action in
States that comply with the Convention.
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&) 3. Groningen Protocol: How Stereotypes Determine Life or Death for Viable Infants

The Groningen Protocol guides medical counseling services for disabled Dutch infants and when the
Netherlands adopts the Convention, those services will be subject to the Convention. The Protocol
recommends ending treatment and taking active life-ending measures when the infants may ‘survive
beyond the period of intensive care, [but] they have an extremely poor prognosis and a poor quality

of life/*? It also supports ending the lives of ‘infants who have survived thanks to intensive care but for
whom it becomes clear after intensive treatment has been completed that the quality of life will be very
poor and for whom there is no hope of improvement.*°

There are two ways in which discrimination occurs. First, the Protocol’s quality of life assessment actually
uses disability status as a deciding factor for whether or not a baby should live or die. Second, the quality
of life assessment is error-ridden and reflects negative stereotypes about the value of life with disabilities.

& a. The Groningen Protocol Specifies Direct Discrimination Based on Disability

The Groningen Protocol sets out factors which, if one or more are expected to be severe, will predict a
quality of life that is worse than death and justify medical actions to terminate the infant’s life:

functional disability,

pain, discomfort,

poor prognosis, and hopelessness,
lack of self-sufficiency,

inability to communicate,

hospital dependency and

long life expectancy.”’

These factors are explicit or implicit predictions of the infant’s disability. The phrase ‘functional disability’
states it very directly. The factors ‘lack of self-sufficiency’ and 'hospital dependency’ are descriptors of
functional disability. ‘Inability to communicate’is a form of disability. Pain and discomfort are symptoms
that may have the effect of restricting activities. The ‘poor prognosis, and hopelessness’ factors are
cumulative judgments rather than separate analytical items. Long life expectancy is included because of
the duration of disability and suffering.

It is only because of their predicted disabled condition that‘'no treatment’ or ‘active life-ending measures’
recommendations are made. Parents whose ‘'normal’ baby needs temporary help breathing would surely
be counseled to approve ventilation, but not parents of a baby with severe disabilities. Nor is a purpor-
tedly benign motive a defense. This is not a form of ‘positive action’ or positive discrimination endorsed
by the Convention by which past and current deficits in treatment or capacity are made up for by com-
pensatory practices.*?

When negative medical recommendations are based on an explicit assessment of the infant’s projected
disability, she has been directly discriminated against, in violation of the principles established in Article
5(2) of the Convention. Even if we set aside this direct discrimination, which lies at the very core of the
Groningen Protocol’s decision-making process, it remains objectionable. That is because it lacks foun-
dation in either medicine or in disabled peoplée’s lives, it fails to guard against conflicts of interest and it
invites stereotypes to determine these life and death matters.

& b. Quality of Life Considerations - Stereotypes and Guesses
Quality of life predictions involve a value judgment that invites stereotyping by medical and lay persons.

The Protocol states a value judgment that persons with severe disabilities have a poor quality of life —
often so poor that others are entitled to decide that they should die.
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The statement that"..a child with the most serious form of Spina Bifida will have an extremely poor quality
of life....** is untrue when applied to all children with severe Spina Bifida. A statement or belief which
assigns to all persons in a group an attribute true of some members of their group is a stereotype. The
quoted statement is a stereotypical assessment concerning people with impairments and reflects a discri-
minatory attitude towards people with disabilities. Actions, including treatment recommendations that
are based on such stereotypes are tainted by discrimination. Errant medical predictions, e.g., a prediction
of full rather than partial paralysis, are not discrimination - it is the judgment that life with paralysis is

of inherently low quality and worthless that is based on stereotypes. That value judgment may lead to a

discriminatory recommendation to end treatment or even to inject a medication to stop the baby’s heart.

The Groningen Protocol and its counterparts, such as the Oregon perinatal counseling guidelines, create
situations where the ‘physician’s decision (is) discriminatory on its face, because it rest(s) on stereotypes of
the disabled rather than an individualized inquiry into the patient’s condition.../** Refusing to counsel for
life sustaining-treatment because of perceived negative quality of life predictions is disability discrimina-
tion. The error in these practices is compounded by fundamental flaws in quality of life predictions.

1. Can Medicine Predict Quality of Life Without Stereotyping?
Quiality of life is neither susceptible to a single definition nor to reliable prediction.

In recent years, an increasing number of studies on the quality of life of adults and children have
been published, mostly describing outcomes of various medical conditions. Yet, despite the wide
interest, there is no universal consensus even on the very definition of what constitutes quality of
life, particularly for children.*?

The Groningen Protocol is controversial among doctors, in part because of the quality of life or suffering
assessment. One wrote:

neonatal euthanasia cannot be supported, primarily because physicians and parents can never
accurately assess the suffering of children.... without the testament of the patient herself as to the
nature and magnitude of her suffering, physicians can never accurately weigh the benefits and
burdens of a child’s life, and therefore any such system would condemn to death some children
whose suffering is not unbearable.*®

Furthermore, the concept of “suffering” is not rigorously defined and cannot be reliably predicted. Dr. R.
de Jong reviewed the evidence and concluded that infants with Spina Bifida did not necessarily suffer
pain and that while children and adults with Spina Bifida suffer from pain and discomfort related to their
conditions, they do not experience unbearable and hopeless suffering, as believed by the authors of the
Protocol.”’

De Jong questions the use of the term suffering at all for this purpose and also relates studies showing
the falsity of the Groningen Protocol’s authors"highly negative predictions about children with severe
Spina Bifida (or other severe disabilities).*®

In a study cited by the Health Council of the Netherlands, for half of a group of Spina Bifida patients there
was a large discrepancy between the negative medical prognosis made during the patients’infancy and
the degree of disability described by parents after a four to eighteen year period.*’

@ 2. Quality Judged By Those Who Live It
Quiality of life can best be assessed by persons who are living or are intimately bound up with the life of
the person with a disability. (Ethicists properly question whether any person can, especially without an

intimate understanding of the other person, ever make a valid judgment on quality of life.”?) In fact, the
self-assessed quality of life of people with disabilities is often equal that of people without disabilities,
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despite the serious challenges posed by conditions such as Spina Bifida.. One study concludes that Spina
Bifida is not a very important determinant of life satisfaction."

Patients’ self-assessments always seem to exceed the quality predicted for them. In a US study, the
authors stated: "We conclude that pediatricians overestimate the negative effects while also underesti-
mating the positive effects of the disability (Spina Bifida) on the family. > A study of Spina Bifida patients
showed that teens with lower levels of physical problems felt higher degrees of psychological distress,
contrary to the expectations of investigators.”

In a study of young adults who had been extremely low birth-weight (ELBW) infants, Canadian authors
were surprised to find:

The positive valuation of (health-related quality of life) by a significant majority of ELBW respondents
is in accord with their successful transition to adulthood, in terms of educational status, employ-
ment, living independently, marrying, and having a family. Concerns that formerly preterm subjects
would experience diminished quality of social engagement, interpersonal competence, and life
satisfaction also were not borne out in our study.”*

At the First World Congress on Spina Bifida Research and Care, Melissa Bellin reported on psychological
status of young adults with Spina Bifida. The incidence of psychological distress was higher than in the
population at large, but the likelihood of reduced distress correlated with having a positive attitude
towards Spina Bifida and having positive family functioning.”® Another report says that families with a
child with Spina Bifida are less affected than families who have a child with epilepsy or asthma.”®

& 3. Environment and Social Context Are Critical

If it is possible to meaningfully discuss quality of life, it must be placed in context. To what extent are life
differences based on the disabling impairments or on external factors? As the CRPD emphasizes in para-
graph (e) of the preamble:

disability results from the interaction between persons with impairments and attitudinal and
environmental barriers that hinders their full and effective participation in society on an equal
basis with others....

The social responses to impairments are critical to making life as good as possible for persons with severe
disabilities. According to a study by Grayson Holmbeck:"..families of youth with Spina Bifida are not as
responsive to the developmental changes of adolescence as are comparison families! These findings are
significant for the impact of social environment; not only did parents of children with Spina Bifida
respond less effectively to developmental changes, but lower socio-economic status families did worse -
and boys and girls experienced different kinds of distress.”’

According to Dr. Sandler at the University of North Carolina, repeated studies show that:

employability and independence are not determined by... 1Q score or the level of Spina Bifida.
Among the most powerful influences on these long-term outcomes is the individual’s sense of self.”®
While there may be a good chance of predicting the degree of paralysis of a person’s legs, successfully
predicting the future social environment and a person’s degree of self-awareness, confidence and other
influential factors, is impossible.

Examination of the social and environmental factors through another lens casts further doubt on using
predicted suffering as a basis for life or death decisions. An infant born with Hydrocephalus in Canada,
with its extensive social support system, will have a very different (better?) life than will an infant with
Hydrocephalus in Kenya. Should the more negative prospects for children in less developed areas be
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used to justify counseling to take active measures to end the lives of Kenyan newborns? Could it not be
objectively predicted that girls will suffer more than boys, in some places? Should such factors be
included in quality of life equations?

Unfortunately, this occurred in the “first world.” From 1977 to 1982 the Children’s Hospital of Oklahoma
developed a quality of life formula for babies with Spina Bifida which took into account the socioecono-
mic status of the baby’s family to determine how to advise parents about life-saving procedures.
Better-off families were provided a realistic and optimistic picture of the child’s potential and were offered
medical interventions, while poor families were given a pessimistic picture and no treatment.””

@ 4. Third Party Considerations May Intrude

The quality of life factor discussion occurs when parents are burdened with tremendous pain, uncertainty
and dependency.®® Their judgments are naturally and properly concerned with the best interests of their
newborn but also with the interests of their family. The doctor will naturally respond to the family’s
distress and may seek to give parents counsel that seems to meet their needs and unwittingly fall into a
trap in attempting to serve both the needs of the infant-patient and the parent-family.

An extraordinary example of this is reported by authors of the Groningen Protocol in their Pediatrics
article. This concerns administration of neuromuscular blocking drugs after removal of a respirator
because of the discomfort experienced by parents (and others) when they witnessed the infant gasping
for breath. ' This kills the baby and may, before death, obscure other symptoms of infant discomfort or
distress, thus adding to her potential suffering. The deadly treatment was only given to serve others -
and not at all to serve the medical needs of the child - a chilling example of how the very life of a child
can be taken in order to provide fleeting relief to others.

When third-party considerations intrude into the decisions about the life of a disabled infant, a violation
of Article 12(4) of the Convention has occurred, since substitute decisions are required to be: ‘free of
conflict of interest and undue influence ... proportional and tailored to the person’s circumstances....

We see that the Groningen Protocol explicitly directs doctors to discriminate in treatment recommen-
dations on the basis of expected disability. Studies show the inaccuracy of quality of life assessments and
the openings they create for stereotyping. Even if doctors could predict the long term medical or quality
of life outcomes for newborns with 100% accuracy, the resulting negative value judgment inherentin a
‘allow or help the baby to die’ recommendation, itself reflects a prejudice against those who have severe
disabilities.

c. Defenses and Objections to Legal Review
1. National Reservations

International human rights instruments permit signatories to issue declarations by which they reserve for
national decision-making issues that might otherwise be covered by the CRPD. For example, the Nether-
lands’ declaration says: ‘The Kingdom of the Netherlands acknowledges that unborn human life is worthy
of protection. The Kingdom interprets the scope of Article 10 to the effect that such protection - and

thereby the term ‘human being’- is a matter for national legislation.®*

Such reservations will limit the impact of formal proceedings because ratification subject to reserva-
tions, by the CRPD’s terms, limits enforcement. A closely related feature found in legal standards set in
the European Union, is the reservation of certain issues for national competencies.®® In the health area,
standards for allowance of different healing practices may vary between Poland and Ireland. It is possible
that on issues such as euthanasia, abortion and treatment of very ill newborns, national competencies
will be asserted to avoid international scrutiny. While this may become a factor, the principles addressed
here may still be raised in public debate, if not formal proceedings.
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& 2. Not A Person

Conceptually related to the Netherlands' reservation as to the meaning of the term human being is the
argument that newborns with severe impairments are not persons entitled to the same ethical and legal
status as mentally competent adults.®* Such arguments have been made in ethical debates but with

little success in law®”. In Vo v. France, the European Court of Human Rights refused to accord independent
legal status to the fetus on the facts of that case but did not rule out the possibility that in some circums-
tances even a viable fetus may have legal status.®® A child who is not stillborn should pass that threshold.
US law now clearly defines any fetus who is born alive at any stage of development as a person, human
being, child, and individual.®”

The CRPD relates to the rights of persons with disabilities and classification of a newborn as a being other
than a person would bar its application. However the definition in Article 1 of the Convention:‘Persons
with disabilities include those who have long-term physical, mental, intellectual or sensory impair-
ments..."does not exclude anyone with severe disabilities, such as those with 1Qs under 40. Using a term
other than person, Article 10 of the CRPD affirms that ‘every human being has the inherent right to life....
All newborns have cognitive limitations, so are none are entitled to recognition of personhood? The CRPD
extends its protections to children in Article 7, and sets no lowest age or cognitive limit for recognition of
childhood. Unless a state establishes that infants or other homo sapiens with low cognitive capacity are
some form of life other than children or persons, it seems unlikely that some ethicists’arguments about
limited sentience leading to limited personhood and rights will provide a significant defense to claims
considered here.

@& 3. Medical Judgment, Not Discrimination

The third major challenge is the possible reluctance by legal institutions to challenge medical judgments
using human rights standards. The outcomes in litigation touching on these issues in the US illustrate the

careful lines that must be observed to have human rights standards brought to bear on medical practices.

In Bowen v. AH.A., The US Supreme Court threw out an attempt, using nondiscrimination rules, to imple-
ment oversight of neonatal treatment decisions. The opinion cast doubt on whether Congress intended
that Section 504’s ban on discrimination in federally funded programs authorized investigating discrimi-
nation in treatment of infants with severe impairments.®® The decision primarily faulted a failure to build
a convincing record of facts and logic to support the regulations, especially in having failed to identify
any cases where doctors had refused to treat despite the request of parents for medical care. (Without
consent, doctors are generally barred from treating a patient and, it was held, could not discriminate in
treatment if treatment was barred by parents.)

This case did not charge a medical provider with disability discrimination, so the question of the reach
of the law (as opposed to the regulations) was not answered. The plurality opinion suggested that discri-
mination could happen in decisions about medical care:'504 would be violated only if the hospital failed
to report [to the state] medical neglect of a handicapped infant when it would report such neglect of a
similarly situated nonhandicapped infant. ®°

The opinion acknowledged the potential for discriminatory treatment, for example if babies were given
blood transfusions despite parental religious objection but babies needing correction of disabling
conditions were not treated because of similar parental objection. The opinion did not decide whether
those babies were ‘similarly situated’ or whether hospitals

could legitimately distinguish between the two situations on the basis of the different risks and

benefits inhering in certain operations to correct birth defects, on the one hand, and blood
transfusions, on the other hand.”®
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But an overt, disability-based difference in actions taken by a US hospital could subject it to liability. Medi-
cal decisions have since been reviewed for disability discrimination under both Section 504 and the ADA
The courts are careful to distinguish malpractice claims from discrimination claims. As one court ruled:

...a patient may challenge her doctor’s decision to refer her elsewhere by showing the decision to
be devoid of any reasonable medical support. This is not to say, however, that the Rehabilitation
Act prohibits unreasonable medical decisions as such. Rather, the point of considering a medical
decision’s reasonableness in this context is to determine whether the decision was unreasonable
in a way that reveals it to be discriminatory. ... plaintiff’s showing of medical unreasonableness
must be framed within some larger theory of disability discrimination. ... a plaintiff may argue that
her physician’s decision was so unreasonable - in the sense of being arbitrary and capricious - as to
imply that it was pretext for some discriminatory motive, such as animus, fear, or “apathetic attitu-
des!” Alexander v. Choate, 469 US 287,296, 105 S.Ct. 712, 83 L.Ed.2d 661 (1985); see, e.g., Howe v.
Hull, 874 F.Supp. 779, 788-89 (N.D.Ohio 1994) (under ADA, jury could find doctor’s diagnosis that
plaintiff had extremely rare disorder requiring transfer was pretextual, where patient only had an
allergic drug reaction, and doctor did not mention the rare disorder in requesting the transfer but
only mentioned plaintiff’s HIV-status). Or, instead of arguing pretext, a plaintiff may argue that her
physician’s decision was discriminatory on its face, because it rested on stereotypes of the disabled
rather than an individualized inquiry into the patient’s condition-and hence was “unreasonable”in
that sense. See, e.g., Sumes v. Andres, 938 F.Supp. 9, 11-12 (D.D.C.1996) (issuing summary judgment
against doctor who refused to treat deaf patient on ground that “all deaf people are high risk,” wit-
hout making any inquiry regarding her specific condition).”’

An example of a medical institution’s refusal to treat a disabled infant being treated as discrimination was
in the US Baby K case. While not the basis for judgment on appeal, the lower court decided that the hos-
pital was not allowed to refuse to treat a severely disabled infant despite his extremely poor prognosis.
The Court found that to do so would countenance disability discrimination.

[Tlhe plain language of the ADA does not permit the denial of ventilator services that would keep
alive an anencephalic baby when those life-saving services would otherwise be provided to a baby
without disabilities at the parent’s request. The Hospital's reasoning would lead to the denial of
medical services to anencephalic babies as a class of disabled individuals. Such discrimination
against a vulnerable population class is exactly what the American with Disabilities Act was
enacted to prohibit.”?

Courts and other tribunals may not be eager to use human rights standards to review the practices of
hospitals and doctors. Hence, plaintiffs must focus on evidence that shows stereotype, animus, ignorance
or other indications of discrimination. Doing so will allow effective enforcement of the broad no discrimi-
nation mandate of the CRPD and implementing laws.

@ 4. No Discrimination if No Comparable Patient
Another potential problem relates to the usual need in discrimination cases to identify a similarly situated
person, without a disability, who was treated more favorably in order to win a discrimination case. Justice
White's dissent in Bowen related this view:

refusing treatment that is called for only because of the handicapping condition cannot constitute

discrimination on the basis of handicap since there will be no similarly situated nonhandicapped
newborn, i.e,, one who needs the same treatment.... ”*
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This argument relates to the requirements under section 504 (but not the ADA) that a successful plaintiff
be ‘otherwise qualified’ for treatment and that the treatment decision turned ‘solely’ on the basis of ‘han-
dicap’ Some courts interpret these provisions of section 504 to exclude claims by disabled persons when
the medical treatment decisions being litigated were caused by the disability.”* It was one reason for the
rejection of discrimination claims of lower socioeconomic class families who complained of ‘no treatment’
recommendations for their infants’ Spina Bifida at the University of Oklahoma.””

The CRPD contains neither of the limiting terms ‘solely’ or ‘otherwise qualified! In this, it is closer to Ame-
ricans with Disabilities Act than to section 504. The Supreme Court rejected the objection of a lack of a
non-disabled comparison group in its Olmstead decision. The Court ruled that developmentally disabled
adults with mental health problems were equally entitled to community-based programming as were
those without mental illness, despite the facts that mental iliness did make them different and that all of
those being considered for the programming were disabled.”®

Justice Thomas' dissent criticized the ruling: “it looks merely to an individual in isolation, without com-
paring him to otherwise similarly situated persons...””” The majority rejected this, writing that the ADA
sought to strike at the entire spectrum of disparate treatment on the basis of disability in the same
manner as laws forbidding sex discrimination in employment.”® No non-disabled comparison group was
necessary for the analysis under the ADA

While not addressed in Olmstead, another answer is that in a case of overt discrimination, e.g. a written
policy establishing different treatment based on protected class status, there is no need to do compara-
tive analysis; the violation is proven by the words and actions that resulted in harm. In Johnson Controls,
an employment discrimination case, the US Supreme Court held that a company could not bar women
from certain jobs because ‘the evidence shows “treatment of a person in a manner which but for that
person’s sex would be different.”? In Olmstead, the plaintiff was treated in a manner which, but for her
mental illness, would have been different, hence she suffered discrimination.

This potential barrier is answered by the CRPD’s pledge to ‘take all appropriate measures, including
legislation, to modify or abolish existing laws, regulations, customs and practices that constitute discrimi-
nation against persons with disabilities;"and to ‘take all appropriate measures to eliminate discrimination
on the basis of disability by any person, organization or private enterprise.../ Articles 4 (b) and (d). Further,
Article 26 provides that States ‘shall take effective and appropriate measures ... to enable persons with
disabilities to attain and maintain maximum independence, full physical, mental, social and vocational
ability, and full inclusion and participation in all aspects of life/ Restricting the counseling regarding life-
sustaining treatment options for a severely disabled newborn, because of her disabilities, will be seen to
stand in the way of attaining “maximum independence, abilities and participation in life”

& 5. Best Interests

A final defense could be that the overriding principle in all such decisions is the child’s ‘best interests. In
cases of lasting intolerable suffering, some argue, it is in the infant’s best interests that suffering be ended
through death. Britain's courts, in the Wyatt case® and experts on the Nuffield Council on Bioethics®"
suggest that this is the standard for decisions in these circumstances. Indeed, Article 7(2) of the CRPD
highlights ‘best interests’ as being the ‘primary consideration’ with respect to children with disabilities.
This is an exception that, if not carefully analyzed, threatens to swallow the whole set of non-discrimina-
tion principles of the CRPD as applied to children. There are two ways to insure that this does not hap-
pen. First is to demonstrate that the CRPD itself establishes standards for deciding the best interests of
disabled children. For example, the bar on ‘discriminatory denial of health care... on the basis of disability
is a best interest standard that should not be negated by a medical opinion that the child’s life will be
worthless and too full of suffering. CRPD 25(f). Second is to understand that the best interest standard
has evolved as a legal, not a medical, concept. It takes into account conflicting legal obligations, a com-
munity’s moral and religious views and other standards, including sometimes, medical factors.®

!
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Decisions about children’s best interests are reserved to parents, or when parents fail, to the courts.
Principles of patient autonomy and informed consent, including when parents act as proxy, give them
the burden and power for determining ‘best interests. In no part of the CRPD are physicians given any
authority to overrule these powers of autonomy and consent.** Given the genesis of this standard and its
multivariate considerations, it is not appropriate to give medical providers the power to decide that
disabilities may be so severe that the ‘best interests’ of the child is to die. This remains the province of
parents or courts and, as argued throughout, the CRPD instead imposes on medical providers duties to
avoid discrimination and maximize the life possibilities of children with impairments.

Part 1V

Furopean and Other International
Human Rights Law & Policy

The International Convention on the Protection and Promotion of the Rights and Dignity of Persons with
Disabilities is the most comprehensive existing standard for international disability discrimination analy-
sis. European and other international instruments provide additional sources for the conclusion that the
Groningen Protocol and similar practices violate human rights standards.

(3 European Human Rights Standards
1. The Charter of Fundamental Rights of the European Union

The Charter was signed at the end of 2000. Article 2 sets out a general right to life but the beginnings
and end of life are not defined.?" Relevant to discussion of the Groningen Protocol is Article 3 which
establishes the “Right to the integrity of the person™:

1. Everyone has the right to respect for his or her physical and mental integrity.
2. In the fields of medicine and biology, the following must be respected in particular:
- the free and informed consent of the person concerned, according to the procedures laid
down by law,
- the prohibition of eugenic practices, in particular those aiming at the selection of persons....

Medical treatment that results in death negates entirely a person’s physical and mental integrity. While
the Groningen Protocol does not specify a eugenics purpose, societies operating according to their
guidance may move close to a practice of eugenics.

Article 21 of this Charter bans discrimination, including that based on genetic features and disability.

As Down syndrome, Spina Bifida and other disabling conditions often have a genetic component, this
feature of the Charter would strengthen claims that medical treatment differences based on disability is
illegal.

Article 26 references"..the right of persons with disabilities to benefit from measures designed to ensure
their independence, social and occupational integration and participation....*> The right ‘to benefit from
medical treatment under the conditions established by national laws and practices’is set out in Article 35.

The specific application of the Charter to the Groningen Protocol is not addressed in detail here.?® The

similarity between the general principles contained in this agreement and those in the CRPD and other
sources should lead to the same outcome.
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&) 2. European Convention for the Protection of Human Rights & Fundamental Freedoms (ECHR)

This 1950 Convention has its origins in the Council of Europe, a body with wider membership than the EU.

It sets forth a number of familiar principles relevant to the Groningen Protocol.

Section 1, Article 2 affirms all persons general right to life, again without defining parameters. Rights to
private and family life and to freedom of thought, conscience and religion are protected by Articles 8 and
9. Discrimination is prohibited by Article 14, but disability is not specified as a ground, though the phrase,
“or other status”is interpreted to cover this status.

The specific application of this Convention to the Groningen Protocol or the process for possible review is
not addressed in detail here. Again, the similarity between the general principles contained in this agree-
ment and those in the CRPD should lead to the same outcome.

@ 3. The Amsterdam Treaty, Article 13 and Proposed European Commission Directive on Equal
Treatment of Persons Irrespective of Religion or Belief, Disability, Age or Sexual Orientation
(Proposed Directive).

Laws of the European Union are rooted in its foundational instruments: treaties. Article 13 of the Treaty
establishing the European Community (Amsterdam Treaty) states:

Without prejudice to the other provisions of this Treaty and within the limits of the powers
conferred by it upon the Community, the Council, acting unanimously on a proposal from the
Commission and after consulting the European Parliament, may take appropriate action to combat
discrimination based on sex, racial or ethnic origin, religion or belief, disability, age or sexual
orientation.?”

The Amsterdam declaration also stated: ‘the institutions of the Community shall take account of the

needs of persons with a disability.**

In response to Article 13, the European Commission, working to improve the current non-discrimination
legal framework, presented on 2 July 2008 a proposal for a Directive on implementing the principle of
equal treatment between persons irrespective of religion or belief, disability, age or sexual orientation.

The proposed Directive, including April 2009 amendments approved by the European Parliament®, is
consistent with the provisions of CRPD, going beyond it in some features. It provides the measures
necessary to enable persons with disabilities to have effective non-discriminatory access to social protec-
tion, social advantages, health care, education and access to and supply of goods and services which are
available to the public, and in particular cases - reasonable accommodation.

Article 3 defines the scope of the Directive and health care is a covered subject according to paragraph
1(a).

Article 2 states: ‘the ‘principle of equal treatment’shall mean that there shall be no direct or indirect
discrimination..! and defines direct discrimination at paragraph 2(a) as;

where one person, or persons who are or who are assumed to be associated with such a person,

is treated less favourably than another is, has been or would be treated in a comparable situation,
on... (the basis of disability.)
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Indirect discrimination is defined at paragraph 2(b) as:

where an apparently neutral provision, criterion or practice would put persons of ... a particular
disability... who are assumed to be associated with such persons, at a particular disadvantage
compared with other persons, unless that provision, criterion or practise is objectively justified by a
legitimate aim and the means of achieving that aim are appropriate and necessary.”®

The Directive contains a definition of persons with disabilities in Recital 12a:

..those who have long-term physical, mental, intellectual or sensory impairments which, in
interaction with various barriers, whether environmental or attitudinal, may hinder their full and
effective participation in society on an equal basis with others.

Recitals 11 and 17 reserve for Member States their competencies in the fields of social protection,
including social security and health care, health law, family law and education. By this it is meant that the
scope of state provision of health care and the regulation of health care services in terms of licensing,
malpractice, etc. are reserved.

The Amsterdam Treaty states at Article 152:

Community action in the field of public health shall fully respect the responsibilities of the Member
States for the organisation and delivery of health services and medical care. In particular, measures
referred to in paragraph 4(a) shall not affect national provisions on the donation or medical use of
organs and blood.”

While health promotion is within EU jurisdiction, the specific organization of healthcare is reserved to
States and the field itself is one of indirect effect and subsidiarity. Within nationally defined characte-
ristics, however, healthcare should be provided without discrimination upon adoption of the proposed
Directive.

There is limited authorization of age and disability-based criteria set out in Recital 14a:

Differences in treatment on grounds of age and disability may be permitted if they are objectively
and reasonably justified by a legitimate aim and the means of achieving that aim are appropriate
and necessary ... The promotion of the economic, cultural or social integration of ... persons with
disabilities may also be regarded as a legitimate aim. Therefore measures relating to age and
disability which set more favourable conditions than are available to others, such as free or reduced
tariffs ... are presumed to be compatible with the principle of non-discrimination. (Emphasis added)

However, when the proposal moves to more specifics on this subject, these defenses are narrow in scope
and restrictive in application. Article 2 paragraph 6 permits direct age discrimination if properly justified,
but does not permit discrimination on the basis of disability as a general matter. Paragraph 7 of Article 2
relates to only to financial services and permits, under strict limits, direct discrimination based on disabi-
lity, but only if based on actuarial justifications. Therefore there is no basis under the Directive to justify
disability-based denial of needed medical care.

This paper asserts that the Groningen Protocol uses consideration of an infant’s disability as a key factor
in deciding whether the baby will get treatment and live or have treatment ended or fatal drugs adminis-
tered and die. These infants are disabled under the Directive. The assessment of prospective quality of life
is a judgment based the status of the infant’s disability and is based on stereotypes that are often inaccu-
rate in individual cases. The principle of equal treatment set out in proposed Article 1 is violated by direct
discrimination and is prohibited by Article 2 of the proposed Directive.
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The process for adoption of a Directive is complex; some changes are likely.”” Adoption of the Directive
requires unanimity of twenty seven Member States to be achieved in the Council. But once adopted and
effectively implemented, it will be a comprehensive advance for disability and other rights in many public
sectors throughout Europe and should, like the CRPD, be enforced to end this form of infanticide.”®

(3 Other International Standards
@ 1. The Universal Declaration of Human Rights®*

Adopted by the UN General Assembly in 1948, the Declaration sets‘a common standard of achievement
for all peoples and all nations! Article 3 states: ‘Everyone has the right to life, liberty and security of per-
son! Cruel, inhuman and degrading treatment is barred by Article 5. Article 6 holds: ‘Everyone has the
recognition everywhere as a person before the law’and Article 7 sets out the goal of each person having
equal protection of the law. A right to health and security in the event of disability is set out in Article 25.
It is a general statement that has no enforcement mechanisms but its principles align well with those set
out for people with disabilities in the Convention on Disabilities.

When an infant will live, even with severe medical conditions, it is difficult to see how the Declaration
contains any support for the Protocol. Treatment recommendations to take steps to end a life that is ex-
pected to continue, would violate the right to life set out in Article 3, the right to recognition of and equal
protection as a person of Articles 5 and 6 as well as the right to health and security in the event of disabi-
lity, recognized in Article 25.

@ 2. The Convention on the Rights of the Child®®

This is a twenty year old international Convention that has been adopted by nearly all nations. Article 6
affirmatively states:

1. States Parties recognize that every child has the inherent right to life.
2. States Parties shall ensure to the maximum extent possible the survival and development of
the child.

Article 2 parts (1) and (2) requires States to protect children without regard to their disability and to pro-
tect them from discrimination because of disability.

Article 19 directs that ‘States Parties shall take ... measures to protect the child from all forms of physical
or mental violence, injury or abuse, neglect or negligent treatment, maltreatment or exploitation ... while
in the care of parent(s), legal guardian(s) or any other person who has the care of the child!

Article 23 is most applicable to the Groningen Protocol.

1. States Parties recognize that a mentally or physically disabled child should enjoy a full and
decent life, in conditions which ensure dignity, promote self-reliance and facilitate the child’s
active participation in the community.

2. States Parties recognize the right of the disabled child to special care ....

It continues in paragraph 3 to oblige States to give:
assistance ... designed to ensure that the disabled child has effective access to and receives ...

health care services, rehabilitation services... in a manner conducive to the child’s achieving the
fullest possible ... individual development....
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Article 24 provides that States should promote ‘the right of the child to the enjoyment of the highest
attainable standard of health.../

Medical treatment steps that end a continuing life would likely violate Articles 2 (nondiscrimination
based on disability), 3 (best interest), 6 (life), 19 (maltreatment), 23 (health) and 24 (highest attainable
health.)

This Convention on the Rights of the Child recognizes that parents play a key role in protecting
children’s rights. Article 16 establishes rights against “arbitrary or unlawful interference with (a child’s)
privacy, family...” Article 2 requires States to adopt measures to protect children, but it also emphasizes
respect for the rights of parents and families. The importance of the role of parents and extended family
is also recognized by Article 5.

This Convention is not self-executing but establishes a Committee on the Rights of the Child to review
reports from Convention signatories and to promote studies and recommendations for improvements in
children’s rights and well-being. Signatories’ performance of Convention obligations may be reviewed in
the UN Human Rights Commission’s system of rotating country reviews.

International human rights instruments set the standards for legal and humane medical treatment
recommendations for all people. Giving parents accurate multi-disciplinary information about the me-
dical, social and life prospects of their newborn child in a non-directive and non-judgmental mannerwill
cost little and go far to attaining those goals. Practices, like the Groningen Protocol, that counsel parents
that it is best for babies to die because they have severe impairments violate international human rights
standards. States adhering to those standards must overturn medical practices that counsel for the death
of infants because of stereotyped negative judgments about the worthiness of life with a disability.
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