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Speech Pathology Australia’s Submission to the 

 United Nations Human Rights Office of the High Commissioner

Committee on the Rights of Persons with Disabilities:

Draft General Comment No. 5 (2017)

Article 19: Living independently and being included in the community 
30 June 2017
Office of the United Nations High Commissioner for Human Rights  

Committee on the Rights of Persons with Disabilities 

Palais des Nations 

CH-1211 Geneva 10
Switzerland
By email

Dear Sir/Madam
Speech Pathology Australia welcomes the opportunity to provide feedback on the Draft General Comment on the right of persons with disabilities to live independently and be included in the community (article 19).  Speech Pathology Australia is the peak body representing over 7700 speech pathologists in Australia. Speech pathologists are the allied health practitioners who specialise in speech, language and communication disorders and swallowing difficulties (dysphagia). 
Communication skills underpin the key indicators of successful involvement in modern day society, including positive social relationships, literacy and numeracy, educational attainment, employment, and civic participation. Approximately one million Australians have disabilities that effect their ability to communicate, some have speech that is difficult for others to understand, others have no speech, or may use other means to communicate such as pointing or facial expressions. Some may also have difficulty understanding what others are saying to them. Some may use communication aids such as speech generating devices of picture/symbol boards. 
The almost exclusive focus on physical access in the built and natural environments, at the expense of the consideration of communication access, undermines any disability access strategy as it ignores those barriers affecting people with communication disability. Communication access is therefore a vital pre-requisite for people with communication disability to participate in community life. Communication access is comparable to providing ’kerb cuts’ to the physical environment for wheelchair access. Communication by definition involves at least two people, so those people who are in the community and could, or will, be interacting with a person with communication disability are a significant part of the ‘environment’ which may require ‘modification’ to enable access.  Such ‘modifications’ include raising awareness of communication disability and training/information about how to interact with a person with communication disability.
Speech Pathology Australia hopes that this Draft General Comment on Article 19 not only provides the intended clarity, through identifying implementation gaps, reiterating core elements and outlining States parties’ obligations, but also the impetus to bring about the necessary changes required to improve communication access for those individuals with a communication disability. On behalf of our profession and individuals with communication disabilities, their families and carers in Australia, we hope that the Committee finds our comments and suggestions useful.  

Yours faithfully
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Gaenor Dixon
National President 

Speech Pathology Australia’s comments on Draft General Comment No. 5 (2017) Article 19: Living independently and being included in the community 
Submitting organisation
Speech Pathology Australia is the peak body representing over 7700 speech pathologists in Australia. Speech pathologists are the allied health practitioners who specialise in speech, language and communication disorders and swallowing difficulties (dysphagia). 

Additional topic which could be included in the draft general comment
Justification

In order to build inclusive and accessible communities, it is critical to remember that not all individuals with disability have only physical or mobility limitations. Many people also have problems with their speech, language, communication that are permanent and impact on their functioning in everyday life, and for some people, these are the only disabilities they experience. In Australia, communication disability has long remained ‘invisible’, with a lack of recognition of its impact leading to people with communication disability being excluded from being able to be involved in, and fully participate in, aspects of life which are their right (e.g. voting, education, employment, health care).
Modification/design of the physical and natural environment is important to assist people with disability to physically access and negotiate the physical space in our communities. However, even the most innovative physically accessible features will be of little value enabling people with communication disability to engage in social, economic, sporting and cultural life, if others in that environment are unwilling, unable, or lack the capacity to support successful communication with people with communication disability. Communication access is therefore a vital pre-requisite for people with communication disability to participate in community life.
Communication by definition involves at least two people. This means that those people who are in the community and could, or will, be interacting with a person with communication disability are a significant part of the ‘environment’ which may require ‘modification’ to enable access. Investment into communication access does not require large-scale infrastructure changes (like ramps, self-opening doors etc.).  What it does require are strategies to improve the public’s general understanding of communication disability and how they can interact with a person with communication disability.
In order to improve independent living and community participation, barriers to both PHYSICAL and COMMUNICATION access need to be addressed.  Speech Pathology Australia therefore proposes communication access as an additional topic to the Draft General Comment No.5, to ensure that its essential role, alongside physical access, is emphasised and understood. 

Proposed additional text

Communication access can be defined as being ‘when everyone can get their message across’ and is as important as physical access to people with disability if they are to participate fully in social, economic, sporting and community life.  Similar to mobility access, communication access involves the provision of environmental supports for people with communication disability to access the community and mainstream services by being able to communicate effectively.  This requires increased awareness of communication disability within the community, government and business environments, to improve understanding of communication disability and for individuals to learn how to interact with a person with communication disability in a way where everyone ‘can get their message across’.

Speech Pathology Australia’s comments on relevant paragraphs of Draft General Comment No. 5 (2017) Article 19: Living independently and being included in the community

For ease of reference, the following section uses titles, page numbers and textual excerpts as per the Draft General Comment No. 5 (2017) Article 19 with proposed text of the amendment highlighted. 

Page 2. Introduction, item # 9
Development of the comment

People who have difficulties understanding or expressing themselves communicatively experience changes in their developmental opportunities and experiences, which can affect their personal development and experiences as part of the community. These can affect their knowledge of and experience in exercising, their civil, political, economic, social and cultural rights. Provision of appropriate supports for communication participation for children and adults with communication difficulties is also critical to ensure access to the basic human rights listed in this paragraph. Without this, people with communication disabilities are at risk of internalising the assumption that they have no right or ability to participate in communication interactions, including around their own preferences, choice and exercise of control.  

Proposed text of the amendment
9.
The right to live independently and be included in the community is deeply rooted within the normative framework of international human rights. The Universal Declaration of Human Rights stresses in article 29 (1) the interdependence of an individual’s personal development and the social aspect of being a part of the community: “Everyone has duties to the community in which alone the free and full development of his personality is possible”. Article 19 has its roots in civil and political as well as economic, social and cultural rights: The right to liberty of movement and freedom to choose one’s residence (art. 12 ICCPR), the right to an adequate standard of living, adequate clothing, food and housing, (art 11 ICESCR) and to basic communication rights, form the basis for the right to live independently and be included in the community. Liberty of movement, the right to an adequate standard of living as well as the ability to understand and have one’s preferences, choices and decisions understood, form indispensable conditions for human dignity and the free development of a person.
Page 3. Paragraph # 14 h.
Development of the comment

Speech Pathology Australia asserts that issues of disability ‘accessibility’ includes communication accessibility as well as physical accessibility; all public services need to be fully accessible. We would therefore suggest that more services are included in this paragraph to help readers appreciate the extent of the barriers that remain despite the noted advancements in the past decade.  
Proposed text of the amendment 

14.
The Committee on the Rights of Persons with Disabilities has noted significant advancements in the past decade concerning the implementation of article 19. However, the Committee continues to observe a clear gap between the goals and spirit of article 19 and the scope of its implementation. Some of the remaining barriers are the following:

h.
Lack of available, acceptable, affordable, adaptable and accessible services and facilities within the community, such as transport, health care, aged care, disability services, local, state and federal government offices, schools, public parks/spaces, housing, theatres, cinemas, shops and public buildings;

Page 4. Paragraph # 15 (b)

Development of the comment

We reiterate our assertion that issues of disability ‘accessibility’ includes both communication accessibility as well as physical accessibility. We would therefore suggest that ‘communication access’ is explicitly added to the paragraph as a requirement.

Proposed text of the amendment 

(b)
Community living: The right to be included in the community relates to the principle of full and effective inclusion and participation in society as enshrined in article 3 (c) of the Convention. It means being social and having access to all services offered by the community to its members and to specialized services offered to persons with disabilities to enable them to be fully included and to participate in social life. These services can relate to housing, personal care, transportation, shopping, cinemas and all other facilities and services offered to the public. The right to be included in the community also means having access to all measures and events of political and cultural life in the community. These can be elections as well as public meetings of local governments, sports events as well as theatre festivals. Although community may primarily be understood as geographic or physical location, it should not be limited to such an understanding. Community is to be understood as every place of social interaction and communicative relations, and not just as a specific geographic or physical location. Hence, persons with disabilities must be entitled to be independent in community everywhere, and for all type of activities; such places and activities need to be communication accessible as well as physically accessible. 
Page 5. Paragraph # 15 (d)

Development of the comment

The existing text states that an individual can control their personal assistance through supported decision-making, however it should go further to explain that in some cases people may be able to make a decision but not be able to communicate it. Without the required communication supports individuals have limited potential to convey their needs or to participate in decisions about services or care they require or want. Communication and decision-making can be facilitated and supported with tailored interventions and communication strategies. 
Proposed text of the amendment 

(d)
Personal assistance refers to person-directed/user-led human support delivered to a person with disability. Personal assistance is a tool for independent living. Although definitions of personal assistance may vary, there are certain elements which distinguish it from other types of support.  The funding is to be controlled by and allocated to the person with disability with the purpose of paying for any assistance required.  It is based on an individual needs assessment and a person/user’s life circumstances. The service is led by the person with disability, meaning that he or she can either contract the service from a variety of providers or act as an employer. Persons with disabilities have the option to custom-design his or her own service, i.e. decide by whom, how, when, where and in what way the service is delivered. Persons with disabilities who require personal assistance can freely choose their preferred degree of personal control over service delivery according to their requirements, capabilities, life circumstances and preferences. Even if the responsibilities of the employer are contracted out, the person with disability always remains at the center of decision-making processes concerning the assistance. The control of the personal assistance can be through supported decision-making. People with complex communication needs, including those who use informal means of communication (i.e. whose communication is via non-representational means, including facial expression, body position, vocalisation) must be provided with appropriate supports to enable them to develop and convey their directions, decisions, choices and /or preferences, and have these acknowledged and respected. 
Page 8. Paragraph # 32

Development of the comment

Traditionally the focus has been on physical access in the built and natural environments thus ignoring the barriers faced by those with communication disability. 

In order for community services and facilities to be equally accessible to all individuals, there needs to be acknowledgement that existing barriers include those that prevent communication access. Speech Pathology Australia therefore suggests the following amendment to the paragraph.

Proposed text of the amendment 

32.
Services and facilities mentioned in this section of the article are non-disability specific community services and facilities, which persons in the community who do not have disabilities use. They cover a wide range of services, such as public libraries, hospitals, schools, transport, shops, markets, museums and similar facilities and services. These must be physically accessible and communication accessible, on an equal basis with others, available, affordable and acceptable for all persons with disabilities as well as adaptable and responsive to the requirements of persons with disabilities in a given community.

Page 16. Paragraph # 73

Development of the comment

The importance of the early years to overall child development and the critical ‘window’ of opportunity for early intervention during early childhood is widely accepted in international and national research
 and policy. For example, in a school setting, communication disabilities have profound consequences for participation, therefore early identification of communication disabilities and access to appropriate interventions during the pre-school years can have a profound effect on a child’s health, development, educational and wellbeing outcomes in the longer term.  Speech Pathology Australia therefore recommends this paragraph reflect the importance of timeliness for appropriate services and intervention in supporting children with disabilities.
Proposed text of the amendment 

73.
The existence of adequate and age-sensitive support services for girls and boys with disabilities is of vital importance for equal enjoyment of their human rights (art. 7). It is imperative that such services are provided at the earliest possible opportunity to these children. Respecting the evolving capacities of children with disabilities and supporting them in having a say on choices that impact them is critical. It is also important to provide support, information and guidance to families (art. 23) to prevent institutionalization of children with disabilities and to have inclusive policies on adoption to ensure equal opportunities to children with disabilities.  
Page 16. Paragraph # 76

Development of the comment

Without explicitly highlighting that there are barriers to communication access, the existing pattern of focusing on removing physical barriers and modifying the built environment only is being reinforced. 

The relationship with other provisions of the Convention – in this case Article 9, which explicitly highlights States parties shall also take appropriate measures to take into account all aspects of accessibility – should be emphasised. Speech Pathology Australia suggests that a clearer statement emphasising the need to identify and eliminate barriers to BOTH physical access and communication access would be beneficial.
Proposed text of the amendment 

76.
The rights provided for in article 19 are tied to the obligations of the States parties relating to accessibility (art. 9) because the general accessibility of all public places, transport, information, communication and facilities and services open to the public in a respective community is a precondition for independent and community living. Article 9 requires the identification and elimination of all barriers – to both physical and communication access - in buildings open to the public, such as the revision of building control acts and urban planning codes, the inclusion of standards of universal design in a variety of sectors, the establishment of accessibility standards for housing, and the establishment of communication accessibility standards for community services and information i.e. public transport, libraries, local, state and federal government services etc.
Page 17. Paragraph # 82

Development of the comment

This paragraph relates to Article 21 - Freedom of expression and opinion, and access to information – and provides an ideal opportunity to highlight how communication and information flows in both directions.  Indeed article 21 clearly states that States parties shall take all appropriate measures to ensure that persons with disabilities can exercise the right to freedom of expression and opinion, including the freedom to seek, receive and impart information and ideas on an equal basis with others and through all forms of communication of their choice.  Speech Pathology Australia feels the paragraph would benefit from highlighting that communication and information flow is a two way process. Service providers need to not just provide appropriate forms of sending their information or message out, they also need to have appropriate practices and the ability to receive information. Communication participation is defined as “taking part in life situations where knowledge, information, ideas, or feelings are exchanged. It may take the form of speaking, listening, reading, writing, or nonverbal means of communication.”
  
Proposed text of the amendment 

82.
Persons with disabilities have the right to access all public information in accessible formats and to seek, receive and express information and ideas on an equal basis with others (art. 21). Communication can be undertaken in forms and formats of their choice, including Braille, sign language, tactile, easy to read formats and alternative modes of communication. It is imperative that communication and information can flow in both directions and that services and facilities are communication accessible for those individuals with a communication disability.  It is of particular importance that information about support services and social protection schemes, including disability related mechanisms, is available from a diversity of sources in order to enable persons with disabilities to make fully informed decisions and choices about where, with whom and how to live and what kind of service is best suited.  It is also of critical importance that mechanisms to provide feedback and complaints are communication accessible.     
Page 19. Paragraph # 94 (b)

Development of the comment

In keeping with our comment to paragraph number 76, a clear statement emphasising the need to identify and eliminate barriers to BOTH physical access and communication access also applies to this paragraph.  Speech Pathology Australia therefore suggests that this paragraph is also changed to emphasise that standards of universal design must include communication accessibility.
Proposed text of the amendment 

94.
The Committee notes that States parties may face challenges at the national level when implementing the right to living independently and being included in the community. However, in line with the normative content and obligations outlined above, States parties should take the following steps to ensure the full implementation of article 19 of the Convention:

 (b)
 Promote the principle of universal design – to ensure all barriers to both physical and communication access are addressed - in law and policy, including monitoring the realization/implementation of the obligations.
Concluding comment

Speech Pathology Australia hopes that this Draft General Comment on Article 19 not only provides the intended clarity, through identifying implementation gaps, reiterating core elements and outlining States parties’ obligations, but also the impetus to raise awareness and bring about the necessary changes required to improve communication access for those individuals with a communication disability. 

If Speech Pathology Australia can assist in any other way or provide additional information please contact Gail Mulcair, Chief Executive Officer, on +61 (0)3 9642 4899 or by email: gmulcair@speechpathologyaustralia.org.au. [image: image2][image: image3]
� See for example research by:


-	Law, J., Rush, R., Schoon, I. and Parsons, S (2009) Modeling developmental language difficulties from school entry into adulthood: literacy, mental health and employment outcomes.’ Journal of Speech, Language and Hearing Research, 52: 1401-1416. 


-	Johnson, C., Beitchman, J., Brownlie, E., (2010) ‘Twenty-year follow-up of children with and without speech-language impairments: family, educational, occupational, and quality of life outcomes’, American Journal of Speech Language Pathology, 19(1): 51-65.


� Eadie T. et al, Measuring Communicative Participation: A Review of Self-Report Instruments in Speech-Language Pathology, Am J Speech Lang Pathol. 2006 Nov; 15(4): 307–320.  
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Recommendation 3 


5.89 The committee recommends that the federal Department of Health work 
with the most relevant stakeholders to make an assessment of the financial cost, 
timeframe and research benefits of a project that maps language support services 
across Australia against the Australian Early Development Index information 
about vulnerable communities. 
5.90 Pending an assessment of this proposal, the committee recommends that 
the federal government consider funding a project along the lines proposed. The 
findings of this research should inform future policy decisions to fund public 
speech pathology services in Australia. The findings should also guide private 
practitioners as to those locations where their services are most likely to be 
needed. 
 
Recommendation 4 


5.93 The committee recommends that the federal government provide funding 
and/or support for an appropriate research institute to conduct a thorough and 
systematic audit of the adequacy, strengths and limitations of existing speech and 
language services for children in Australia. The audit should consult with 
children's health and education providers, including but not limited to early 
childhood education and care centres, primary schools, secondary schools, 
speech and language therapists and special needs coordinators. 
5.94 The committee recommends that this research proceed as soon as possible. 
The research would provide a foundation for the federal Department of Health 
to conduct its work into paediatric speech and language disorders. 
 
Recommendation 5 


6.22 The committee recommends that the federal Department of Health work 
with the National Disability Insurance Agency to develop a position paper on the 
likely impact of the National Disability Insurance Scheme (NDIS) on speech 
pathology services in Australia. The paper should consider: 


• the possible impact of the NDIS on the demand for speech pathology 
services in Australia, and the likely drivers of this demand; 


• the need for greater numbers of trained speech pathologists as a result of 
increased demand for speech pathologist services arising from the 
introduction of the NDIS; 


• the need for the speech pathology profession to develop telehealth practices 
to cater for NDIS participants requiring speech pathology services; and 


• concerns that the withdrawal of State funding for speech pathology services 
in anticipation of the NDIS may leave some people worse off if they are 
ineligible to become an NDIS participant. 


xii 






