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V. Contemporary challenges

35. The disability community has expressed significant concerns about the potential dangers
of withdrawal and withholding of life-sustaining treatment on the basis of disability. While
withdrawal and withholding of treatment can be ethical and medically appropriate in some
circumstances, it has been reported that physicians may exert pressure on critically ill patients
and their families to withhold or withdraw life-sustaining treatment based on the belief that
further treatment would be futile, non-beneficial or potentially inappropriate, particularly for
patients with severe impairments. That subjective assessment, based on the physician’s
opinion and values, includes an assumption on the resulting quality of life of the individual and
thus involves a risk that it is influenced by ableist views of living with a disability. Similarly,
cost-effectiveness considerations may also result in the denial of life-sustaining treatments to
some persons with disabilities.

36. Assisted dying, whether through euthanasia or assisted suicide, is a contentious issue
within the disability community. Euthanasia generally entails the consented administration of
a lethal substance by a third person, usually a physician, to end a person’s life; assisted suicide
refers to the prescription of a lethal substance for self-administration by the individual. To
date, assisted dying is legal in only eight countries, but many others are considering its
implementation. The practice and requirements for assisted dying vary across jurisdictions; in
some, euthanasia performed by physicians is predominant, whereas in others only assisted
suicide is permitted. Additionally, while in some jurisdictions assisted dying is restricted to
adults who are terminally ill, some countries offer assisted dying for anyone with a medical
condition who experiences severe physical or mental pain and suffering. Countries where
assisted dying is performed by physicians and that have broad access criteria have higher
percentages of assisted dying and have experienced a significant expansion of the practice
over the last decade.

37. From a disability rights perspective, there is a grave concern that legalizing euthanasia
and assisted suicide could put at risk the lives of persons with disabilities. If assisted dying is
made available for all persons with a health condition or impairment, regardless of whether
they are terminally ill or not, a social assumption might follow that it is better to be dead than
to live with a disability. Therefore, a first concern is that with a newly acquired impairment
may opt for assisted dying based on prejudices, fears and low expectations of living with a
disability, before even having the chance of coming to terms with and adapting to their new
disability status. Second, persons with disabilities may decide to end their lives because of
social factors, including loneliness, social isolation and lack of access to quality support
services. A third problem is that persons with disabilities, particularly older persons with
disabilities, may be vulnerable to explicit or implicit pressures arising from their context,
including expectations from family members, financial pressures, cultural messages and even
coercion.

38. Generally, when life-ending interventions are normalized outside the end stage of terminal
illness, persons with disabilities and older people may increasingly feel the need to end their
lives. For example, the available data from two countries show an increase in the demand for



euthanasia among people who are not terminally ill, particularly persons with psychosocial
disabilities and dementia. Nevertheless, many disability rights advocates also oppose assisted
dying in terminally ill contexts, as they fear it will put at risk persons with new or progressive
disabilities or diseases, who may be mistakenly diagnosed as terminally ill but who have many
years of life ahead of them.

D. Protecting the right to life

68. States must protect the rights of persons with disabilities on an equal basis with others.
They must adopt legislation to expressly prohibit discrimination on the basis of disability in
decisions to withhold or withdraw life-sustaining treatment. Those decisions must respect the
rights, will and preferences of individuals, including advance directives. States must also
consider adopting legislation banning discrimination on the basis of disability in organ
transplantation. Persons with disabilities must receive equal priority for organ transplants.
Expedited complaint procedures and robust remedies are needed to protect the right to life of
persons with disabilities adequately in both situations.

69. States considering legalizing any form of assisted dying should conduct extensive
discussions with the active participation of organizations representing persons with
disabilities. In such debates, States should pay particular attention to the social factors that
may affect the decisions of persons with disabilities in relation to assisted dying, including
ableism, social stigma and discrimination, societal views on the quality of life of persons with
disabilities and the availability of community support and services, social protection
programmes and palliative care. Assisted dying must not be seen as a cost-effective
alternative to providing personal assistance and disability services for persons with disabilities,
in particular those with high support needs.

70. If assisted dying is to be permitted, it must be accompanied by strong measures to protect
the right to life of persons with disabilities. First, access to assisted dying should be restricted
to those who are at the end of life; having an impairment should never be a reason for assisted
dying to be permitted. Second, the free and informed consent of persons with disabilities must
be secured on all matters relating to assisted dying and all forms of pressure and undue
influence prevented. Third, access to appropriate palliative care, rightsbased support (see
A/HRC/34/58), home care and other social measures must be guaranteed; decisions about
assisted death should not be made because life has been made unbearable through lack of
choices and control. Fourth, accurate information about the prognosis and availability of peer-
support counselling must be provided. Fifth, accountability regulations must be established
requiring collection and reporting of detailed information about each request and intervention
for assistance in dying.

E. Participation in decision-making
71. States must closely consult with and actively involve persons with disabilities and their

representative organizations, including children and women with disabilities, in the adoption,
implementation and evaluation of legislation and policies about medical and scientific



research and experimentation, prenatal screening, assisted dying and other issues directly or
indirectly related to the value of the lives of persons with disabilities. Girls, boys and
adolescents with disabilities, even the youngest, are the experts on their own lives and thus
also have the right to participate in decision-making and to be provided with disabilityand
age-appropriate support for that purpose (see A/72/133).

VIII. Conclusions and recommendations

73. The hegemony of ableism in society has perpetuated the idea that living with a disability
is a life not worth living. There is a deep-rooted belief, carved with fear, stigma and ignorance,
that persons with disabilities cannot enjoy a fulfilling life, that their lives are incomplete and
unfortunate, and that they cannot attain a good quality of life. Such ableist ways of thinking,
reinforced by the medical model, have privileged prevention and cure over all other responses
to disability, leaving persons with disabilities with limited opportunities to be included and
participate in society. While the eugenic programmes of the late nineteenth and early
twentieth centuries have disappeared, eugenic aspirations persist in current debates related
to medical and scientific practice concerning disability, such as prevention, normalizing
therapies and assisted dying. Notwithstanding all the progress achieved over recent decades
concerning the rights of persons with disabilities, embracing disability as a positive aspect of
humanity remains the final frontier to be conquered.

74. Life with a disability is a life worth living equal to others. Every person has a unique set of
unrepeatable characteristics and experiences that make them irreplaceable and valuable. The
lives of persons with disabilities are human lives and, consequently, endowed with inherent
dignity. Persons with disabilities can live fulfilling lives and enjoy what gives life meaning. They
share the same aspirations as everyone else, such as making friends, getting a job, living on
their own, starting a family or accomplishing their dreams. Persons with disabilities bring
talent, diversity and richness to their communities. While they may face more barriers in
achieving their aspirations, their endeavours and accomplishments contribute to building
more inclusive and diverse societies for the benefit of all.

75. Given the cultural and societal challenges posed by ableism, neither awarenessraising
programmes nor the generalization of anti-discrimination measures will alone suffice. What
is needed is a cultural transformation of the way society relates to the difference of disability.
That is a commitment to the recognition of persons with disabilities as equals on all terms,
with the same rights and opportunities as everyone else in society. It is thus vital to reduce the
distance between society’s views of disability and the narratives of those living with a
disability. The devaluation of the lives of persons with disabilities comes partly from a historic
inability to listen to what persons with disabilities have to say about themselves.

76. The Special Rapporteur makes the following recommendations to States, with the aim of
assisting them in developing and implementing reforms that will lead to the recognition and
acceptance of disability as part of human diversity: A/HRC/43/41 18

(f) Where assisted dying is permitted, implement strong measures to protect the right to life
of persons with disabilities on an equal basis with others;



Landssamtdkin broskahjalp lysa miklum vilja til virks og nains samstarfs og samrads vid
hlutadeigandi stjérnvold og Alpingi um pau mal sem hér eru til umfjéllunar og visa i pvi
sambandi til til 3. mgr. 4. gr. samnings SP um réttindi fatlads folks, sem hefur yfirskriftina
Almennar skuldbindingar:

begar adildarrikin undirbua 16ggjof sina og stefnu samningi pessum til framkveemdar og vinna
ad pvi ad taka akvardanir um malefni sem varda fatlad folk skulu pbau hafa naid samrad vid
fatlad folk og tryggja virka patttéku pess, einnig fatladra barna, med milligéngu samtaka sem
koma fram fyrir pess hénd.
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