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I: INTRODUCTION 

  

This conference invites its participants “to consider the effect of the United 

Nations Convention on the Rights of Persons with Disabilities (CRPD) on 

guardianship laws and practices.”
 1
  Since the coming into force in 2008, there is 

a growing familiarity with CRPD concepts, and an undercurrent of disquiet 

about the CRPD’s practical meaning and significance.
2
  In this paper I will 

address the CRPD debate by focusing on the notion of ‘informed consent’. I 

will argue that the CRPD invites us to‘re-think’ informed consent as human 

rights concept. It also invites us to revise our laws and service systems from the 

‘ground up’ by recognising and incorporating CRPD perspectives.  To make 

this argument, I will provide the background and context in which we think 

about informed consent, highlighting aspects of the critical debate about 

                                                 
1
 Adopted 13 December 2006, GA Res 61/106, UN Doc A/Res/61/106, entered into force 3 May 2008. Australia 

ratified the CRPD on 17 July 2008. 
2
 see for example Peter Bartlett (2012). "A mental disorder of a kind or degree warranting confinement: 

examining justifications for psychiatric detention." The International Journal of Human Rights 16(6): 831-844. 
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informed consent in bioethics and law. In the second part of the paper I will 

considers the notion of informed consent as a human rights concept.  

 

My aim in talking about informed consent is to emphasise the normative 

potential of the CRPD. State parties to the CRPD are obliged to ‘take all 

appropriate measures ….. to modify or abolish existing laws, regulations, 

customs and practices that constitute discrimination against persons with 

disabilities’.
3
 Considered in light of the overall purpose of the CRPD, which is   

 ….to promote, protect and ensure the full and equal enjoyment of all 

 human rights and fundamental freedoms by all persons with disabilities, 

 and to promote respect for their inherent dignity,
4
 

 

the obligations imposed by Article 4 point to an obligation to interrogate the 

impact of health, social and service systems on the rights, freedoms and dignity 

of people with disabilities.  It invites us to think carefully about how legislation, 

regulation, practice and customs may be altered to remove ‘discrimination’ on 

the basis of disability’.
5
  

 

I have also chosen to focus on ‘free and informed consent’ because it is topical. 

The CRPD includes a reference to ‘free and informed consent’ in paragraph (d) 

of Article 25 (Health) which protects the ‘right to the enjoyment of the highest 
                                                 
3
 Article 4(1)(b)  

4
 Article 1 

5
 "Discrimination on the basis of disability" means 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, including denial of reasonable 

accommodation;” Article 2, CRPD.  Consideration of the ongoing debate about the meaning and application of 

the key terms in Article 4 and the relationship of them to the law is beyond the scope of this paper.  
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attainable standard of health without discrimination on the basis of disability’.
6
 

This is the first time that informed consent is referred to in a binding 

international instrument.  Prior to the CRPD, General Comments issued by the 

CEDAW Committee (1999), 
7
 the Committee on Economic, Social and Cultural 

Rights (2000), 
8
 and the Committee for the Rights of the Child (2003)

9
  referred 

to ‘fully informed consent’, ‘informed choices’, and ‘informed consent’ 

respectively. I also note that the right to ‘full, free and informed consent’ is 

enshrined in the s10 of the Victorian Charter of Human Rights and 

Responsibilities Act (2006). 
10

     

                                                 
6
 (d) Require health professionals to provide care of the same quality to persons with disabilities as to others, 

including on the basis of free and informed consent by, inter alia, raising awareness of the human rights, dignity, 

autonomy and needs of persons with disabilities through training and the promulgation of ethical standards for 

public and private health care; 
7
 1999: CEDAW Committee: Gen. Rec 24- Re Article 12 (eliminate discrimination in health). Para 20: Women 

have the right to be fully informed, by properly trained personnel, of their options in agreeing to treatment or 

research, including likely benefits and potential adverse effects of proposed procedures and available 

alternatives. Para 22: States parties should also report on measures taken to ensure access to quality health care 

services, for example, by making them acceptable to women. Acceptable services are those which are delivered 

in a way that ensures that a woman gives her fully informed consent, respects her dignity, guarantees her 

confidentiality and is sensitive to her needs and perspectives. States parties should not permit forms of coercion, 

such as non-consensual sterilization, mandatory testing for sexually transmitted diseases or mandatory 

pregnancy testing as a condition of employment that violate women's rights to informed consent and dignity. 

(Emphasis added)  
8
 2000: General Comment No 14 (2000) UN Committee on Economic, Social and Cultural Rights. Re: meaning 

of Article 12(1) ICESCR ‘the right of everyone to the enjoyment of the highest attainable standard of physical 

and mental health’. Paragraph37 (3) (IV) requires states to undertake actions that create, maintain and restore 

the health of the population including the obligation to support people in making informed choices about their 

health. 
9
 2003:  Committee for the Rights of the Child   Re: General Comment No. 4 (2003) on  Adolescent health and 

development. Para 32: ‘Before parents give their consent, adolescents need to have a chance to express their 

Views freely and their views should be given due weight, in accordance with article of the Convention. 

However, if the adolescent is of sufficient maturity, informed consent shall be obtained from the adolescent 

her/himself, while informing the parents if that is in the “best interest of the child” (art. 3).’ 
10

 Section 10 Protection from torture and cruel, inhuman or degrading treatment. A person must not be (a) 

subjected to torture; or(b)treated or punished in a cruel, inhuman or degrading way; or (c)subjected to medical 

or scientific experimentation or treatment without his or her full, free and informed consent.; cf  s10 Human 

Rights Act ACT (2004) 10Protection from torture and cruel, inhuman or degrading treatment etc (1) No-one 

may be—       (a)  tortured; or (b)    treated or punished in a cruel, inhuman or degrading way.(2) No-one may be 

subjected to medical or scientific experimentation or treatment without his or her free consent; Guardianship and 

Administration Act 1986 (Vic) –refers to ‘consent’ throughout; Mental Health Act 1986 (Vic): Division 1AA 

Informed  consent  was inserted in 1995. Section 53B(1) sets out the requirements for informed consent: (a) 

clear explanation (b) adequate description of risks (c) beneficial alternative treatment  (d) disclosure of financial 
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The Committee for the Rights of Persons with Disabilities, which is the body 

that monitors the implementation in CRPD, foreshadows the importance of 

informed consent for future debates about the CRPD in its recent response to 

China’s state party report. With reference to the right to health the Committee 

made the following statement.   

Right to health (art. 25) 

23. The Committee is concerned about the current 

involuntary commitment system in the state party. It takes 

note of the Draft Mental Health Act and the ordinances of 

six major cities in the state party on mental health which do 

not respect the individual will of persons with disabilities.  

24. The Committee advises the state party to adopt 

measures to ensure that all health care and services 

provided to persons with disabilities, including all 

mental health care and services, is based on the free and 

informed consent of the individual concerned, and that 

laws permitting involuntary treatment and confinement, 

including upon the authorisation of third party decision-

makers such as family members or guardians, are 

repealed. It recommends the state party to develop a 

wide range of community-based services and supports 

that respond to needs expressed by persons with 

disabilities, and respect the person’s autonomy, choices, 

dignity and privacy, including peer support and other 

alternatives to the medical model of mental health.
11

 

 

                                                                                                                                                        
advantage, (plus oral explanation about rights and treatment in appropriate language). The Guardianship and 

Administration Act 1986 (Vic) refers to ‘consent’ throughout.  
11

 Committee on the Rights of Persons with Disabilities, Consideration of reports submitted by States parties 

under article 35 of the Convention, Concluding observations by the Committee on the Rights of Persons with 

Disabilities. (China) Seventh Session, Geneva, 17-28 September 2012,  para 24.  
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In this paragraph this Committee places free and informed consent as a pivotal 

concept in CRPD based reform.  The passage indicates that the achievement of 

‘free and informed consent’ is the object of supported decision making 

processes that are mandated by Article 12.
12

   

 

II: INFORMED CONSENT IN BIOETHICS AND LAW 

 

Thousands (millions?) of books and articles have been written about informed 

consent.  The volume of literature encourages us to speculate about the 

importance of the topic.  The literature reflects an ongoing struggle about the 

relationship between the individual and medical technology and about the 

relationship of embodied citizens to the state. The discussion involves some of 

the most critical social debates of the 20
th

 century and beyond.   

From a legal perspective, informed consent takes pride of place in health law. It 

is seen as the basic element in the legal framework that regulates the provision 

of health care.  It is thought to crystallizes the notion of autonomy, and encode 

medical responsibilities with respect to the provision of health information. In 

combination, these two elements are thought to protect the right to physical and 

mental integrity: ‘informed consent’ enables the law to simultaneously govern 

access to health care and freedom from unwarranted intrusion.  

                                                 
12

 The concept of ‘supported decision making’ is discussed by several other paper at the conference.  
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The notion of informed consent recognises the close link between the right to 

bodily integrity, as recognised by Justice Cardoza in Schloendorff v Society of 

New York Hospital (1914) 
13

 and the disclosure information about clinical risks. 

The obligation to inform patients about risk is established in the North 

American case of Canterbury v Spence (1972) (Court of Appeals for the 

District of Columbia). 14
 A similar approach was adopted by the Australian 

High Court in Rogers v Whitaker (1992),
15

 and more recently in the United 

Kingdom in the 2008 decision of  Birch v University College London Hospital 

NHS Foundation Trust (Birch) .
16,17

 In Birch, the Court held that Mrs Birch’s 

choice was impaired by lack of information about alternative procedures and the 

comparative risks.
18

  

                                                 
13

 Schloendorff v Society of New York Hospital (1914) 211 N.Y. 125, 105 N.E. 92 (1914).every human being of 

adult years and sound mind has a right to determine what shall be done with their own body.’ at [4]. 
14 Canterbury v Spence 464 F2d 772 (DC Cir 1972) which involved the failure to disclose risk of paralysis 

associated with a laminectomy. "Thus the test for determining whether a particular peril must be divulged is its 

materiality to the patient’s decision: all risks potentially affecting the decision must be unmasked. And to 

safeguard the patient’s interest in achieving his own determination on treatment, the law must itself set the 

standard for adequate disclosure." pp 786-787. 
15

 Rogers v Whitaker (1992) 175 CLR 479. Maree Whitaker successfully claimed that the failure of her surgeon 

to warn her of the 1 in 14,000 risk to her eyes sight amounted to negligence. The issue was whether the (rare) 

risk of damage to the ‘good’ eye was a ‘material’ risk. The court held that while some allowance may be given 

to a person’s general knowledge, they should receive information about the common or expected side effects of 

the procedure or intervention, very grave or serious risks, and risks that are material to the person. The reference 

to ‘material’ risks refers to information of such special importance to the person that it may influence the 

person’s decision about the treatment. 
16

 Birch v University College London Hospital NHS Foundation Trust [2008] EWHC 2237 (QB). In that case 

the claimant had suffered a stroke following a cerebral angiography. The court found that if the patient been 

‘properly informed’ about alternative procedures and the comparative risks, she would have declined the 

procedure the treatment. These cases emphasis an active decision making process as the pivotal component and  

informed consent, pointing to the importance of improved procedures for providing appropriate information to 

patients 
17

 cf Bolam v Friern Hospital Management Committee [1957] 2 All ER 118 at 122. cf Chester v Afshar [2004] 

UKHL 41; [2004] 3 WLR 927, HL [2002] EWCA Civ 724; [2003] QB 978 CA. at 56; and Re W [1992] 4 All 

ER 627: In that case Lord Donaldson (at 635) refers to consent as a ‘flack jacket’ that will protect the medical 

profession from legal exposure.  
18

 In the United Kingdom, paternalism in health law has been slow to dissolve. Until recently, the courts 

continued to acknowledge the ‘Bolam’ principle as a guiding framework for the communication of risk in health 

decisions, thereby retaining medical discretion as the principle standard for the disclosure of health risks. The 
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The development of ‘informed consent’ in this case law is supposed to reflect 

the gradual diminution of paternalism in the health law, and a parallel 

recognition of patients as subjects of rights.
19

  Recognition of the involvement 

of the person in the determination of what risks should be regarded as relevant, 

and therefore be the subject of ‘disclosure’ is expressed in the law as the 

obligation to disclose ‘material risk’. The principle is stated in Canterbury v 

Spence: 

 From these considerations we derive the breadth of the disclosures of 

 risks legally to be required. The scope of the standard is not subjective as 

 to either the physician or the patient; it remains objective with due regard 

 for the patient’s informational needs and with suitable leeway for the 

 physician’s situation. In broad outline, we agree that: [a] risk is thus 

 material when a reasonable person, in what the physician knows or 

 should know to be the patient’s position, would likely attach significance 

 to the risk or cluster of risks in  deciding whether or not to forego the 

 proposed therapy.
20    

 

The notion of ‘material risks’ has tended to be understood as a limitation or 

modification of the principle of full disclosure.  Nevertheless, it inserts a 

subjective element in determination of risks information, imposing as obligation 

to consider the significance of information from the person point of view an in 

light of his or her particular circumstances. The concept of materiality may be 

described as a concept that infuses informed consent with an obligation to 

respect the dignity of the person.  

                                                                                                                                                        
corollary of  paternalism in law was captured by Lord Donaldson’s 1992 reference to consent as a ‘flack jacket’- 

that is a mechanism to protected the medical profession from legal exposure. 
19

 Penelope Weller (2010) “Lost in translation: human rights and mental health law” in Bernadette McSherry 

and Penelope Weller (eds) Rethinking Rights–Based Mental Health Laws Hart Publishing: Oxford and Portland 

Oregon USA. pp. 51–72. 
20

 above note 9 pp 787. For Australian authority see Rogers v Whitaker above note 12 and Chappel v 

Hart [1998] HCA 55; (1998) 195 CLR 232. 
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A conundrum for the equality debate in disability and mental health is that the 

promise of respect for the person encapsulated in the law of informed consent is 

honoured in its breach. Adequate information is rarely provided.  Material risks, 

in the sense that I have described, are rarely explored.  There are many 

explanations for this. Clinicians point lack of time, lack of resources, lack of 

knowledge, lack of training, confusion about what is required by the law, and 

the sheer impossibility of the task.  21 

The argument that the law provides inadequate guidance is supported by a 

survey of the case law that considers the legal relationship between patients and 

their practitioners. There are many narratives to read. There are disputes about 

capacity and incapacity,
22

  disputes about the respective powers of substitute 

decision makers and the medical profession,
23

 disputes about the limits of 

consent, and conflicts between ‘choice’ and overarching public interest 

considerations.
24

 The different themes in the case law beg a series of questions 

about how the goal of ‘equal treatment before the law’ for people with 

disabilities may be realised in a contested legal space.
 25

   

                                                 
21

 The principle of full disclosure is limited by the notion of ‘material risk’.  The principle is stated in 

Canterbury v Spence: “From these considerations we derive the breadth of the disclosures of risks legally to be 

required. The scope of the standard is not subjective as to either the physician or the patient; it remains 

 objective with due regard for the patient’s informational needs and with suitable leeway for the 

physician’s situation. In broad outline, we agree that: [a] risk is thus material when a reasonable person, in what 

the physician knows or should know to be the patient’s position, would likely attach significance to the risk or 

cluster of risks in  deciding whether or not to forego the proposed therapy.
”    

above note 9, pp 787. for Australian 

authority see Rogers v Whitaker above note 12 and  Chappel v Hart [1998] HCA 55; (1998) 195 CLR 232. 
22

 for example see Re MM (an adult) [2007] EWHC 2003 (Fam);  
23

Glass v United Kingdom [2004] EHRR 103;  Betancourt v Trinitas Hospital 1A 3d 823 (NJ Super AD 2010).  
24

 Pretty v United Kingdom (2002) 35 EHRR 1 
25

 A tension  invoked by the claim to cast informed consent as principle of universal entitlement in that the law 

has traditionally reserved the privilege of self determination to those of ‘sound mind’.  For example, in Justice 
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One of the dominant readings of Article 12 is that it enables people with 

disabilities to challenge discriminatory assumptions and practices that have the 

effect of barring them from the exercise of their legal capacity.
26

 This reading of 

Article 12 relies on the notion of capacity as a quality that is variable and 

decision specific, and which operates as  both a threshold requirement for 

informed consent and a constituent element of the decision making process. 

This version of ‘capacity’ is consistent with the current interpretations in the 

common law, in legislation and in academic literature. 
27

 

 

The notion of capacity and informed consent, and the relationship between the 

two is approached differently by bioethicists.  Neil Manson and O’Nora O’Neil 

                                                                                                                                                        
Cardoza’ famous words in: ‘..every human being of adult years and sound mind has a right to determine what 

shall be done with their own body.’ (Schloendorff v Society of New York Hospital (1914) (at[4]).) Cardoza’s 

statement remind us that in 1914  a robust commitment the right to bodily integrity, which carries the promise of 

equality and respect between individuals and their health care providers was qualified by the requirement of a 

‘sound mind’. In the 1960s and 1970s the international human rights and civil rights movements generated the 

demand for inclusion.  In American, the principle of universality is recognised by 1990s. For example, the 

reiteration of the Cardoza principle by Chief Justice William Rehnquist in the Cruzan v. Director, Missouri 

Dept. of Health, (1990) is clear.  ….” [No] right is held more sacred, or is more carefully guarded, by the 

common law, than the right of every individual to the possession and control of his own person…;” (at 5). 

(Cruzan v. Director, Missouri Department of Health, 497 U.S. 261 (1990)).As Bruce Winick’s analysis of 

mental health laws shows, the universality of the principle is a legal fiction. Self determination remained a 

privilege that was reserved for those of ‘sound mind’. (Winick, B. (1997). The Right to Refuse Mental Health 

Treatment, Washington, DC, American Psychological Association.)  
26

 Penelope Weller (2008). "Supported Decision-Making and the Achievement of Non-Discrimination: the 

Promise and Paradox of the Disabilities Convention." Law in Context: 1-26. 
27

 This version of capacity is summarised by Thomas Grisso and Paul Appelbaum as the ability to: express a 

choice; understand information relevant to the treatment decision; appreciate the significance of the treatment 

information for one’s own situation; and the ability to reason with the relevant information so as to engage in a 

logical process of weighing up treatment options (Grisso, T. and Applebaum, P. (1998) Assessing competence to 

consent to treatment, New York, Oxford: OUP.) see also Mental Capacity Act 2005 (England and Wales). cf 

Sheila A.M. McLean  (2004) ‘Regulating Research and Experimentation: A View from the UK’ 

The Journal of Medical Law and Ethics (International and comparative health law and ethics: a 25-year 

retrospective Winter 2004) 32:4. pp 604-613 
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challenge ‘informed consent’ as an unworkable legal fiction.
28

  For them 

‘informed consent’ is an impossible ideal because it is based on a distorted 

conception of the nature and significance of human communication. 

Specifically, it over emphasises rational autonomy and unmediated choice.
29

   

They prefer to describe ‘consent’ as the product of a ‘communicative 

transaction’ that necessarily involves action and interaction in a shared 

normative framework.
30

  In this view communication is only successful in rich 

normative settings where the parties have a practical and cognitive commitment 

to the decision, know something of each other, and adhere to shared set of 

norms.
31

  If this analysis is correct a determination of incapacity in the law 

describes a failure of communication, rather than a lack of cognitive ability. 
32

  

The value of Manson and O’Neil’s analysis is that it draws attention to the 

collaborative, context dependent nature of all decision making. From this 

perspective, ‘capacity’ is less a measure of cognitive functioning, than an 

indicator of an individual’s ability to access a rich communicative context.  

Moreover, Manson and O’Neill argue that effective decisions can only be made 

when clinical relationships are characterised by trust, a shared value system, and 

agreement about the objective of the proposed medical intervention. This begs 

                                                 
28

 Neil Manson and O’Nora O’Neil(2007) Rethinking informed consent in bioethics, Cambridge University 

Press: Cambridge 
29

Ibid at 5 and 26.  
30

 Ibid at 46. 
31

 ibid  40. 
32

 This analysis of consistent with empirical research that links satisfaction in the medical encounter, and 

improved health outcomes with communication skills and a shared value framework. It also consistent with the 

observation that the concepts capacity, autonomy and informed consent comes under most pressure when there 

is a conflict of values in the medical encounter.   
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the question of whether ‘informed consent’ is possible if the parties to the 

communicative interaction lack mutual trust or disagree about the objective of 

the decision making process. This observation is especially apt in area of health 

and mental health where the clinical ground is uncertain.  

Drawing together the different insight about informed consent, informed 

consent is the product of the creation of rich communicative contexts on which 

effective decision making depends.  In the second half of the paper I will flesh 

out this idea, drawing on the CRPD to illustrate an expanded notion of informed 

consent as a human rights concept.  

 

III: INFORMED CONSENT AS A HUMAN RIGHTS CONCEPT  

 

In this part I will highlight some of the ways in which the CRPD intervenes in 

the contested legal and ethical space by outlining three important features.  I 

will then apply the features to the decision making context.   

The text of the CRPD can be best understood if it is considered in light of the 

overarching concepts that shaped the text of the CRPD, are represented in the 

General Principles in Article 3
33

 and reflect the debates that underpin its 

                                                 
33

 The principles of the present Convention shall be:(a) Respect for inherent dignity, individual autonomy 

including the freedom to make one's own choices, and independence of persons; 

(b) Non-discrimination;(c) Full and effective participation and inclusion in society;(d) Respect for difference 

and acceptance of persons with disabilities as part of human diversity and humanity; 



12 

 

drafting.
34

   The normative force of the CRPD is captured by three overarching 

concepts. These are the social model of disability, the principle of participation 

and the principle of reasonable accommodation.  

(i) The social model of disability 

 

The social model of disability in the CRPD refers to the conceptualisation of 

disability as an effect of social barriers that hinder the full and effective 

participation of people with disability in society.
 35

  This is expressed in the 

definition of disability in Article 2: 

 Discrimination on the basis of disability’ means 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, including denial of 

 reasonable accommodation.   

 

The social model of disability is often referred to as an element of the ‘paradigm 

shift’ that characterises the CRPD.  It is recognised that the social model of 

disability should displace the ‘medical model of disability’ as the dominant 
                                                                                                                                                        
(e) Equality of opportunity; (f) Accessibility;(g) Equality between men and women;(h) Respect for the evolving 

capacities of children with disabilities and respect for the right of children with disabilities to preserve their 

identities. 
34

 see Penelope Weller (2008) “Supported decision–making and the achievement of non–discrimination: 
The promise and paradox of the Disabilities Convention” in International Trends in Mental Health Laws. Law 

in Context Special Issue., (ed) Bernadette McSherry (The Federation Press, Leichardt NSW, 2008), pp. 85–110.  
35

 Article 1 contains an inclusive definition: “Persons with disabilities include those who have long-term 

physical, mental, intellectual or sensory impairments which in interaction with various barriers may hinder their 

full and effective participation in society on an equal basis with others.”  

"Discrimination on the basis of disability" means 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, including denial of reasonable 

accommodation; (Article 3)  

 



13 

 

paradigm, 
36

  and that the CRPD emphasise the social context of disability.
37

 

The social model of disability encompasses more than recognition of the 

relevant social environment. It requires the recognition of the long and short 

term impact of the social environment on the person’s ability to participate in 

society. It includes an appreciation of the social determinants of health, and 

special recognition that the perspective of the person with a disability be 

respected at all times.
38

   

 

(ii) The principle of participation 

 

The principle of participation overlaps with social mode of disability. I 

expressed in article 3(c) which refers to ‘(F) ull and effective participation and 

inclusion in society’.  The principle of effective participation in society is 

reinforced by the reference to ‘individual autonomy including the freedom to 

make one's own choices’ in Article 3(a).   The principle of participation is 

threaded throughout the articles of the CRPD.
39

  It may be viewed as the 

                                                 

 
36

 Michael L. Perlin (2011) International Human Rights and Mental Disability Law: When the Silenced are 

Heard, Oxford and New York: OUP.see also Quinn, G. and T. Degener (2002). Human Rights and Disability: 

the Current Use and Future Potential of United Nations Human Rights Instruments in the Context of Disability 

New York and Geneva: United Nations. 

 
37

  Janet Lord, David Suozzi,and Allyn Taylor (2010)  ‘Lessons from the Experience of U.N. Convention on the 

Rights of Persons with Disabilities: Addressing the Democratic Deficit in Global Health Governance.’ Journal 

of Law Medicine & Ethics 38(3): 564-579. 
38

 Penelope Weller (forthcoming 2013) New Law and Ethics in Mental Health Advance Directives: The 

Convention on the Rights of Person with Disabilities and the Right to Choose, New York: Routledge.   
39

 For example see Articles 3 (General principles); 19 (Living independently and being included in the 

community); 24 (Education); 26 (Habilitation and rehabilitation); 29 (Participation in political and public life); 

30 (Participation in cultural life, recreation, leisure and sport).  
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requirement that people with disability be involved in the development of 

programs and participate in decisions that that affect them.  

 

Participation is an overarching requirement in the CRPD that operates 

independently of capability or legal capacity, That is, it is a feature of the CRPD 

that is independent of Article 12.  Whether or not people with disabilities have 

legal capacity, and whatever the nature of their impairment, they are entitled to 

participate in decisions that affect them, and have their views considered. The 

principle is reflected in the slogan that was chosen to mobilise the civil society 

response to   the CRPD ‘Nothing about us without us’.    

 

(iii) The principle of reasonable accommodation 

 

The principle of reasonable accommodation refers to obligation to provide 

reasonable assistance to people with a disabilities to enable them to overcome 

legal, administrative, functional or and social barriers that may hinder his or her 

full and effective participation in society.  Reasonable accommodation is 

defined in the CRPD as:  

 ….necessary and appropriate modification 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;
40

 

 

                                                 
40

 Article 2 
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Reasonable accommodation is a principle of positive assistance. As a 

requirement to address discrimination, positive measures associated with 

reasonable accommodation are not subject to the principle of ‘progressive 

realisation’. 
41

  

Applying these ideas to the notion of informed consent creates the following 

propositions:   

First, the principle of reasonable accommodation imposes an positive obligation 

to provide whatever (reasonable) assistance is needed to reduce the barriers that 

impede full and effective participation in the decision making process.  

Identification of the necessary assistance should flow from an analysis of the 

barriers that the person faces and take account of the person’s assessment of 

their own needs.  

These kinds of measures and interventions are familiar to the disability sector. 

The assistance may include such things as the provision of interpreters, written 

material in plain English, material in other languages, diagrams, the allocation 

of more staff time, the involvement of people to assist, an advocate, or a 

reference to an advance statements.  Where an individual’s educational 

opportunity has been disrupted, the principle of reasonable accommodation may 

require the communication of certain information that would ordinarily be taken 

for granted.  
                                                 
41

 see Penelope Weller (2013) New Law and Ethics in Mental Health Advance Directives: The 

Convention on the Rights of Person with Disabilities and the Right to Choose Routledge: New York.  
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‘Reasonable accommodation’ intersects with the social model of disability. The 

social model of disability brings to all decision making processes an obligation 

to consider the decision in light of its broader social context. The information 

should also be content driven; it should include all information that is relevant 

to the decision from the person perspectives, including the personal, social, 

administrative, and legal consequences of making or not making a decision.  To 

draw on an example from mental health: people with mental illness report that 

they are rarely provided  with information about the effect of medications on 

sexual functioning, or offered the opportunity to discuss the impact of 

medication on close personal and sexual relationships.   

Finally, as noted above the principle of participation is derived from a holistic 

account of the CRPD. It requires the involvement of the person in all decision 

that affect them, including personal decisions. The point to emphasise in the 

context of a Guardianship and Administration Conference is that the obligation 

is not ‘capacity’ dependent. It applies whether or not the person is deemed to 

have legal capacity.  

In summary, interpreted through the framework provide by the CRPD, ‘free and 

informed consent’ may be closely linked with the idea of a rich communicative 

interaction. The model is predicated on respect for the qualities that all parties 

bring to the decision making interactions, and recognition of the perspective and 

circumstance of the person with a disability. It includes an obligation to take 
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into account the short and long terms effects of social exclusion.  Decision 

making processes may be enhanced by, for example, the provision of active 

support and the use of advance directives.  It may be facilitated by innovative 

legislation. The central point is that systems and mechanism should aim to 

create a rich communicative context in which people with disabilities are 

enabled to make effective decisions.  This should shift the focus of legal 

analysis away from determination of capacity and toward the quality of the 

decision making process.  

With respect to health decisions, the CRPD clearly anticipates that that the 

decision making context will be governed by informed consent as a 

communicative process that is framed by human rights principles.  In particular, 

Article 25 (d) recognises that the achievement of free and informed consent is 

dependent on the development of ethical professional standards.  

 (d) Require health professionals to provide care of the same quality to 

 persons with disabilities  as to others, including on the basis of free and 

 informed consent by, inter alia, raising awareness  of the human 

 rights, dignity, autonomy and needs of persons with disabilities through 

 training and the promulgation of ethical standards for public and private 

 health care;
42

 

 

The CRPD recognised that the required standards may be fostered by raising 

human rights awareness and providing human rights training for health 

professionals. The model spelled out in Article 25 is especially important in 

light of the continuing influence of the medical model of disability.   Reading 

                                                 
42

 Article 25 (d) 
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the CRPD holistically indicates that the model expressed in Article 25 should 

also apply to any decisions that affect the health and wellbeing of people with 

disability.  

 

IV: CONCLUSION   

 

 

I will conclude by returning to the point I made at the outset about the 

normative potential of the CRPD.  In Victoria, Mental Health legislation and 

new Guardianship laws are anticipated in the near future. The law reform 

process in both instances has been informed by the CRPD.
43

 The content if each 

will colour the decision making landscape. But in both instances the new laws 

will govern only a small fraction of the decisions that are made by people with 

disabilities on a daily basis.  Most decisions will continue to be governed by the 

common law, which is itself influenced by human rights principles.  I have 

argued in this paper that the importance of the CRPD is its normative effect,  

and that the obligations of the CRPD extend well beyond the formulation of 

new legislation  I have argued that the CRPD requires us to rebuild our systems 

from the ground up, in partnership with people with disabilities. We can begin 

this process by thinking about informed consent as a human rights concept that 

incorporates the social model of disability, the principle of reasonable 

                                                 
43

 see ‘A new Mental Health Act for Victoria - Summary of proposed reforms’ Department of Health 2012, 

available at http://www.health.vic.gov.au/mentalhealth/mhactreform/ Also see media release 8/10/2012  

Minister for  Mental Health,  Hon. Mary Wooldridge  MP. Victorian Law Reform Commission (2012) 

Guardianship Final Report 24  http://www.lawreform.vic.gov.au/. 

http://www.health.vic.gov.au/mentalhealth/mhactreform/
http://www.lawreform.vic.gov.au/
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accommodation and the principle of participation. In this way we can begin to 

appreciate the significance of the CRPD as a normative platform with influence 

both within and beyond the law.  

 


