Questionnaire to Candidates for the CRPD Committee of Experts

September 2010 elections

The International Disability Alliance CRPD Forum, a global network of DPOs and allied NGOs, is actively monitoring the nomination and election process for the Committee of Experts, to promote a transparent, fair and consultative process.

In keeping with the spirit of the motto throughout the negotiations, “Nothing about us without us”, the IDA CRPD Forum kindly requests all candidates for the Committee of Experts to complete the following questionnaire. The aim of this questionnaire is to gain a better understanding of the knowledge, experience and views of candidates regarding the human rights of persons with disabilities, and to encourage States Parties to consider this information in the election process. 

We would appreciate your response in English. However, we will try to accommodate responses received in other languages. 

We intend to post responses to the questionnaires on the IDA CRPD Forum website (http://www.internationaldisabilityalliance.org/forum.html), as a reference to those interested in learning more about the candidates.

We kindly ask you to reply to this questionnaire by August 15th  2010. The questionnaire can be returned to the IDA CRPD Forum Secretariat by email stromel@fundaciononce.es
Name: Luis Guillermo BULIT GOÑI
Nationality:  ARGENTINA.
General

1. Why do you want to serve on the Committee of Experts on the Convention on the Rights of Persons with Disabilities?

I believe I can make a contribution based on my personal, professional and academic background to help the Committee put the basic principles of the CRPD in practice, translating them into legislation and public policy for the benefit of all persons with disabilities.

In 2008, on the occasion of the first selection of candidates for the Committee of Experts (CE), I was postulated by Argentina. It is my intention to submit, once again, my candidacy for this second election.

2. What do you think will be the biggest challenges facing you as an expert on the Committee?

I believe that the biggest challenges the Committee will face will be: 1) reconciling the diversity of situations affecting persons with disabilities across countries; 2) serving diversity and heterogeneity among persons with disabilities themselves; 3) becoming an effective tool of International Law in order to impact on the different member countries of the UN.

The CE shall be made up by representatives of different countries with a diversity of levels of development and specific needs. Furthermore, members should be connected to different types of disabilities which face common problems but, at the same time, present specific challenges; this could raise certain contradictions or discrepancies – as seen during the drafting of the CRPD – which could pose obstacles to the efficient and harmonious advance of the tasks assigned to the CE by the Convention

In the face of these challenges, I see my role as member of the CE in providing an efficient and effective coordination of its activities by trying to avoid that they become simple statements of principles – obviously important but insufficient – in order to bring the Convention to the actual life of PwD

To this end, my previous experience in the management of international organizations (I served as Executive Secretary of AIOSS, an organization for social security and pensions), my professional and academic activity and my participation in Civil Society Organizations (CSO) will allow me to contribute in the preparation of tools for analysis and consensus within the CE, in the implementation of methodology for the study of the political and social situation of the different countries submitting reports, in perceiving the heterogeneity of the different countries and the numerous problems related to the different disabilities, in assessing and answering the requests and concerns of civil society, in helping to set up dialogue mechanisms between PwD, their organizations, Party States and the international agencies of the UN system, by trying to come up with more effective and transparent procedures for participation both at the international level (the CE included) and at the political decision-making level of each country
Expertise and Experience

3. How would you describe your competencies and qualifications to serve on the Committee?

During the last 23 years, aside from being the father of a young adult with intellectual disability,  I have been extensively involved, professionally, academically and socially, in disability issues. I am a lawyer and hold a master’s degree in Public Policy and Administration; I lecture at university level and have authored numerous publications on issues regarding disabilities; I have founded and chaired a disability NGO (cf. my CV)

Professionally (design and implementation of public policy)

Member of the Board of the System for Basic Benefits for persons with disabilities (Law 24.901) on behalf of the Superintendence of AFJP (1996-2001).

Member of the Technical Committee of the National Commission for the Integration of persons with disabilities (Comisión Nacional para la Integración de Personas con Discapacidad, CONADIS) on behalf of the National Administration of Social Security (Administración Nacional de la Seguridad Social, ANSeS).

Academically:
Lecturer of graduate courses:  i) Catholic University of Argentina, Buenos Aires, issues of disabilities in the graduate course of Health Law; ii) Catholic University of Argentina, Rosario, issues of disabilities in the graduate course of Social Security Law; iii) Universidad Católica Argentina at Mar del Plata, lecturer of the graduate course on ‘Right to Health’, section on disabilities, and of the graduate course on ‘Social Security’, section on procedure and disabilities; iv) University of Buenos Aires, School of Law, lecturer in the graduate course on disabilities

Visiting professor and director of the summer course on Public policy and disabilities, School of Law, University of Puerto Rico.

International presentations in Puerto Rico, Chile, Mexico, Spain

President of national and Iberoamerican congresses on Down Syndrome and member of organizing and scientific committees of national congresses.

Lecturer at different events in Argentine towns and cities.
Civil society:
Chairman, member of the Board and current chairman of the Advisory Council of ASDRA, Asociación Síndrome de Down de la República Argentina.

Member of the Board of the Fundación Iberoamericana Down 21 (Spain)

Former member of the committee on ethics of FENDIM, Federación Argentina de Entidades para Personas con Discapacidad Intelectual. Former Public Relations officer of FENDIM.

4. In which areas of the CRPD do you feel you have the strongest understanding or expertise? Please describe.

I believe that my personal and professional background could be leveraged in the analysis, design and implementation of public policy and in the review of specific cases of discrimination or non-compliance with the principles, criteria and guidelines enshrined in the CRPD; I could also contribute in the connection to civil society in order to foster their interest and active participation.

I will be able to contribute, specifically, to issues related to: i) legal capacity and access to justice; ii) inclusive education; iii) employment and social security; iv) family and disability; v) civil society organizations

5. Do you have lived experience as a person with a disability or as a family member or close associate of any person(s) with disabilities?  If so, please describe aspects of this experience relevant to the work of the Committee.

I am the father of three: Tomás (24), Francisco (22) and Magdalena (21). Francisco has Down’s Syndrome (intellectual disability). Both for myself and for my family, disability is an everyday reality, 24/7. Disability is a core issue that has led us to grow together in the appreciation of the basic values of the human condition and has been a challenge in order to raise the bar, together, individually and as citizens. Doing right is easy… the problem is knowing what is right. Francisco’s disability and that of others we have met upon their birth helps us to try (just try…) to learn what is right in every step we take. This life experience has led to my institutional, professional and academic development in the field of disability and that is what I might contribute to the Committee. 

My personal background leads me to embrace the principles and values enshrined in the CRPD and to acknowledge the difficulties it will face in its implementation thus requiring great commitment. 

Personal and academic experience have made me place special value on the importance of families of PwD providing an environment that promotes the values of self-determination and respect for the basic rights of PwD. This is an area which is sometimes neglected both by the State and the CSOs and which could mask attitudes of discrimination and paternalism
6. How would you describe your experience in fields relevant to the work of the Committee, such as human rights, sociology, political science, policy, law, research or technical applications?

As a lawyer, I have worked primarily in Public Law (Administrative, Tax, Pensions and Social Policy). As a Master in Public Policy and Administration and through my work in public agencies, I have worked on the study, design, implementation and reformulation of public policy. As university professor and author of numerous publications, I have always studied issues related to disabilities under the light of human rights. This background highlights my knowledge on a theoretic, academic, practical and down-to-earth basis, enhanced by research and analysis methodology based on empiric situations.

Furthermore, my professional activity has allowed me to face other pertinent issues from the vantage point of human rights, namely: recognition of the right to pension benefits of same-gender couples; recognition of pension contributions to migrants who have fled on account of political persecution; discontinuation of honorary pension benefits (war veterans) to people involved in crimes against humanity.

7. Have you served on the staff or board of directors, or as a volunteer worker, active committee member, etc. of disabled persons’ organizations or organizations working in the field of disability? Have you been involved with advocating for the rights of persons with disabilities in other ways? If so, please give concrete examples of activities, responsibilities, challenges, successes and lessons learned. 

Yes. Ever since the birth of our second child, Francisco, with my wife Victoria we have tried to find up-to-date information on disability in general and on Down’s Syndrome in particular which was not available in our country at the time.

Upon detecting this gap, we offered the literature we had collected through a ‘letter to the editor’ in one of our national newspapers. With many of the families who answered our letter we came up with the idea of establishing an association for the empowerment, support and information of families and thus created ASDRA, Asociación Síndrome de Down de la República Argentina, ( www.asdra.org.ar ), which, in the early days, operated out of our home and is now an organization with national and international weight.
During its twenty years of life, ASDRA has organized two very important Congresses: the First National Congress on Down’s Syndrome (1994) and the First Iberoamerican Congress on Down’s Syndrome (2007) attended by more than 2800 people each. 

ASDRA has also organized numerous scientific meetings, courses, work-shops and conferences on topics related to disability; it has also helped launch other associations across the country and is member, together with other organizations, of an Iberoamerican network of institutions devoted to Down’s Syndrome. Furthermore, the association is permanently involved in the support of families since the first moment they are given the diagnosis of disability.

It is important to note that ASDRA does not provide direct services to families; we have preferred to provide support and guidance to families and persons with intellectual disabilities and thus, we are not beholden to any external support that could prejudice our activities

I have also been a member of the leadership of FENDIM, the Federation of Organizations for Persons with intellectual disability of Argentina, and I am currently member of the board of the Iberoamerican Foundation Down 21(www.down21.org ), headquartered in Spain, which hosts one of the most important web-sites for information on Down’s Syndrome in the Spanish language. I have also been part, to a lesser degree, of FUNDAL, an organization whose goal is the promotion of autonomous living and supported employment for persons with disabilities.

All these activities have been pro-bono and all the organizations mentioned are Civil Society Organizations.

Lessons learned and challenges to face: CSOs must always have clear goals, institutional values and ALWAYS place the stake of persons with disability before their own interests. Likewise, they must periodically review their activities and actions in order to enhance their institutional capacity to better serve and advocate their stakeholders. Their duty to be accountable not only extends to monetary aspects but also encompasses goals and actions. The struggle of CSOs is to convince rather than vanquish. 

Finally, we perceive the need to promote and foster the full participation of PwD in the decision-making process and management of CSOs, especially in organizations for intellectual disabilities. This implies changing the legal wording of by-laws and also the everyday operation of the institutions. This process is already underway in some countries and in certain organizations, but it requires strong momentum for it to have the necessary buoyancy to implement the disability social model in this field.

8. One of the criteria which is especially important for the IDA CRPD Forum is “Independence from government or governmental influence, and independence from disability-related industries or influence from such industries.” How would your describe your relationship with your government?  Do you have any governmental position or position with any disability-related industry, or financial ties to any government or disability-related industry?  Please describe. 

Yes, I happen to be a public officer, but an officer of technical nature that is not subject to change according to the administration in office.  I am a public officer of a governmental agency (Manager of Legal Affaires of the National Administration of Social Security, ANSeS) and I have held similar positions in the past. Notwithstanding, my performance has NEVER led to silence over certain policies related to persons with disabilities -translating into my public activity (conferences, university lectures, interviews, etc.) and my publications. I must also point out that I have never been questioned by either an Administration or a superior officer nor have they ever tried to influence my actions regarding persons with disability; quite the contrary. My professional background speaks eloquently to the fact that, wherever I have worked, my senior officers have facilitated and encouraged my activity to the extent of appointing me their representative before other agencies connected to disability (Technical Committee and Board, law 24901 of the CONADIS) or granting me special leaves of absence in order to attend different academic or institutional activities.

The support my candidacy as member of the Committee has received from numerous national and foreign institutions, aware of my public and institutional actions, speaks eloquently about their trust in my background and independence, a fact which makes me proud and commits me further to continue in this manner.

I do not feel that my activity in the public sector may impact on the independence required to act on the Committee, quite the contrary, I feel supported by it.

I do not perceive, nor is there any proof thereof, that my activity in the public sector may in any way influence the independence required in order to be a member of the CE; quite the contrary: I feel supported by it. I have been a public officer of a technical nature since 1995. During this time, there have been changes of administrations of different ideologies and in no case have I been the subject of interference by the authorities nor have I stopped being clearly independent.

Furthermore, it is important to point out that the Convention does not preclude nor suggest expressly that a public officer may not be a member of the CE.

The requisite “independence”, which I share fully, could be conditioned by a series of factors not related directly to the fact of being a public officer. A person who is not a public officer could be conditioned in his/her way of thinking by other reasons: political, ideological or specific interests. So, how can we guarantee the independence of someone who has never been called upon to demonstrate it?

I personally believe that the “independence” of someone who has demonstrated that he/she follows his own way of thinking is much more valuable than that of someone who has never been called upon to prove it. It is much easier to be “independent” when not engaged in policy administration. From an equity standpoint, the public officer who has shown independence should be valued more than those who have not given proof of their independence in their professional activity.

That is why I believe that the assessment of the “independence” of a candidate to the CE should be undertaken on a case by case manner, considering his/her specific background and public activity and not being bound by strict and dogmatic criteria on whether one belongs or not to a particular position within the public structure.
9. Please provide us with a list of your writings and opinions relevant to the work of the Committee, and enclose up to three examples.

I have published profusely and presented at different academic events (see details in the attached resume). I highlight three papers which I consider relevant to the work on the Committee.

1. The issue of the legal capacity of persons with intellectual disability and legal proceedings for incapacitation and inhabilitation. In this paper I point out that the Civil Law principles on legal capacity have to be reviewed under the provisions of article 12 of the CRPD and to this end, instead of focusing on the “protection” of the individual with intellectual disability, the focus must lie on the definition of “supporting” instruments for the exercise of said capacity so that the subject is not annulled to the point of becoming a virtual “civil dead person” and his/her self-determination may be preserved to the fullest extent. Likewise, the legal proceedings for the limitation of capacity —still rooted on the medical or pathological model and resorting to terminology and practices which are clearly offensive and discriminatory under the guise of “technical lingo”— must be revised so that they no longer contribute to a cultural image which is damaging for persons with disabilities.

2. The issue of social benefits policies for persons with disabilities which, though trying to protect them, have been deformed or have been generalized in such a manner that nowadays they have become a clearly iatrogenic, assistencialist action that is not inclusive and that, in the end, not only limit their potential for personal and professional development but help “obscure” the real interests and civil rights of the disabled stakeholders and lead to an ignorant and patronizing social awareness.

3. Lastly, the issue of the clear connection between inclusive education policies with the labor world. The only way we may educate citizens who will be able to perform in the general community is by training persons with disabilities in the least restrictive environment, with the greatest possible inclusion. Sheltered work has been, perhaps, one of the only work alternatives for persons with disabilities; together with inclusive schooling, a step must be taken toward supported work strategies across the labor market, introducing individualized adaptations in the job descriptions and in the competencies required. Both issues must tend to promote autonomous living based on self-determination by the person with disability who has the right to choose his/her own life project and, with some help, might get to make it come true.

4.  More recently, I have co-directed a research project on public policies for disabilities in Argentina within the framework of a joint Project between ASDRA and the Public Policy and Administration Master’s Program of the University of San Andrés financed by the Fund for Social Inclusion of the Interamerican Development Bank (IDB) which at present (February 2010) is in press. This Project aims at reviewing the institutional approach of economic policy of public policies, problems in design, coordination and implementation, statistics, relationship between the State and civil society and the problems of agendas and institutions in this field (the project will be published by Editorial Siglo XXI, Buenos Aires, Argentina,  app. June/2010).

Governments tend to spend many resources on persons with disabilities, but the spending is frequently off-target. It is necessary to review budget allocations in order to improve the quality of expenditure and investments and to study the cost-benefit and cost-effectiveness ratio of public policy tools so that they really benefit persons with disabilities in pursuance of the principles of the CRPD.

The full implementation of the social model faces an enormous and strong structure of interests/ideologies/visions that originate and are closely related to the medical/rehabilitation model. This can be appreciated both in public policies and also in the institutional design and activities of many of the organizations serving PwD and even in their families. The challenge lies in impacting on this ideological vision and to make visible the interests related to the provision of services under the medical model and make headway towards the vision of human rights underpinning the social model.

There are many relevant areas in which to foster a social, contextual or even ecologic model of disability, but, perhaps, the one with the most potential in the medium and long term would be the implementation of a truly Inclusive Education.

Substantive Work and Methods of the Committee

10. What do you think will be the major challenges in implementing the CRPD? Which issues in the CPRD do you feel will require particular attention in implementation? 

The main challenge and risk in the implementation of the International Convention is that it may lead only to changes in legislation and regulations. This is necessary but not sufficient. Just as important as the updating of national legislation is a timely promotion of cultural change vis-à-vis persons with disabilities because “social barriers” are often more prejudicial than physical barriers and the change of “habits and practices” towards disability mentioned in article 4, item 1, points b) and d), is, actually, implementing activities to foster such a change. Habits and practices must be reviewed in public administration and also in actions of corporate social responsibility, by the CSOs and in the performance of public media.

Often, well-intentioned but poorly-designed or badly-implemented policies lead to the subliminal promotion of the health-centered model and its ensuing sequel of exclusion. It is therefore necessary to face the hard but unavoidable task of training and raising awareness of the values, principles and strategies promoted emphatically by the CRPD.

The Committee will therefore have to promote the awareness of these needs in public policy through effective and specific actions.

11. The social model approach to disability recognizes the role of society in creating and maintaining barriers to the full and equal enjoyment of human rights by persons with disabilities. Please describe one area where application of the social model would, in your view, make a significant change in how society relates to persons with disabilities.
There are many areas relevant to the promotion of the social, contextual or even ecological model approach to disability, but perhaps the one with most potential is a truly inclusive education. Education creates culture and fashions behaviour not only in students but also in their families. How many parents have learned about environmental protection, gender issues, healthy diet and the risks of tobacco thanks to the actions learned at school by our own children?

How different would our attitude as adults be vis-à-vis persons with disability had we grown side by side and shared our schooling with partners with different disabilities! Girls and boys attending inclusive schools will be the politicians, leaders, employers and co-workers of the future. That is why it is of the essence that they not only learn about discrimination, valuing diversity and practicing solidarity without overprotection but that they “live” these values in the most natural fashion within their school environment.

12. In the negotiations toward the Convention, NGOs, particularly disabled persons’ organizations (DPOs), have had an important participatory role in the process. How do you envision the interaction of civil society with the Committee?

Interaction of CSOs and the Committee should be institutional, encompassing and reasonably participatory. This interaction, as well as any kept with other sectors and social players, should keep first and foremost the notion that the main goal to serve is the interest of persons with disability and situations could arise where there confusion, and even a contradiction, could arise between the interests of an organization and those of the persons they represent. It is the duty of all, the State, International Organizations – the CE included – and the CSOs to improve the quality of representation in order to better serve the interests of PwD
It should be borne in mind that not all CSOs have the same institutional capacity and, therefore, it will be necessary to promote the continuous development of their human and social capital so that they can become better agents for social change by reviewing the direction of their action, by helping them to innovate and find new solutions to old or new challenges.

We should also consider that not all CSOs share the same vision of disability from the social model standpoint and this is an area in which we should foster important and ongoing work in order to bridge existing gaps. In this same direction, we should realize that, on occasion, civil society shows different levels of fragmentation and lack of coordination which makes difficult to promote and support collective action efforts in order to put the subject of disabilities or of specific policies for PwD on the public and political agendas. This is yet another field in which the State must foster overcoming these institutional deficits by providing the appropriate settings in order to strengthen and enhance their participation

Furthermore, the Committee should also feel compelled to be accountable to civil society for its actions, omissions, successes and probable mistakes. 

Only candid, serious, deep and permanent exchanges between the Committee and CSOs will achieve the kind of synergy necessary to promote the social model of disability promoted by the Convention.

13. Members of the Committee of Experts are expected to participate in meetings held in Geneva, Switzerland for about 10 weeks per year.  How will you combine your current work with the time required to serve on the Committee?

As already pointed out, my immediate superior officers are fully committed to a policy of full respect and promotion for human rights and have supported me expressly. I have often been granted special leaves of absence in order to attend national or international events connected to the subject of disabilities.

Furthermore, should I be chosen as member of the committee, I am in a position to decrease the intensity of my other commitments so that I may preserve the compatibility of my work commitments with the tasks of the Committee which will truly be my main priorities. 

Likewise, in view of my background and my personal position, it is crystal clear that I am fully independent to serve as a member of the CE.

14.  Is there any other information that you would like to share with us, relevant to the work of the Committee?

Yes. I am grateful for the opportunity provided by IDA CRPD Forum to express our views seriously and transparently not only in terms of the personal, professional, institutional or academic background of candidates but also our position regarding the challenge of translating the principles of CRPD into the daily life of persons with disability.

My son, and the children of many other families, has taught me that there are no obstacles that cannot be surmounted if we work passionately, seriously and transparently, keeping our faith without losing our joy, the capacity for surprise and constant reflection. 

I believe that all disabilities should be represented on the Committee because of the life-experience and advocacy issues they entail. I can contribute the voice of the families of persons with intellectual disability: their hopes and their dreams, their frustrations and their problems in order to enrich the debate and views of the Committee.

Should this be the spirit that the chosen members can imbue in the Committee, we will have taken a giant leap forward.
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