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Lessons from the Ad Hoc Committee:
DPO leadership and respect for the diversity and parity of constituencies

The Ad Hoc Committee – the process in which the CRPD was negotiated – was a constitutional moment for the disability rights movement.  A constitutional moment is a time when diverse stakeholders gather together and deliberate to devise new binding norms.  The rigidity of law is loosened.  New ideas and visions emerge and become the new law.  

In the Ad Hoc Committee, the self-representation of disabled people through DPOs led to important normative changes in international law.  It is said that civil society wrote 80% of the Convention.  Civil society referred to the International Disability Caucus of DPOs and allies, which was organized based on two key principles – DPO leadership, and the sovereignty of each constituency with respect to its own issues.  

The principle of DPO leadership situates DPOs in relation to other stakeholders.  It says that disabled people have the decisive role in setting the agenda and creating substantive policy on matters that affect us.   All constituencies of disabled people have experienced others speaking over us and making decisions about us – treating us as objects of charity or medical intervention; targeting us for violence, abuse and neglect.   For this reason the motto of the International Disability Caucus was ‘Nothing about us without us!’  We claimed not only a seat at the table but a leadership role.  Member States of the Ad Hoc Committee recognized that the successful negotiation of a Convention on the Rights of Persons with Disabilities depended on our expertise.  They accepted our analysis of injustices and remedies as the starting point for negotiations, and together we developed norms and obligations that envision PWD in every society as creative individuals, who are free to live as they choose and are entitled to the resources they need in order to live fully.

The principle that each constituency is sovereign with respect to its own issues relates to the internal functioning of the disability movement.  People with disabilities are diverse in two ways.  There is intersectional diversity, which we have in common with other movements – disabled people may be female, belong to cultural minorities, or otherwise experience intersectional discrimination.  In addition, disability itself is a heterogeneous concept – disability means something different in a person’s experience, depending on the nature of the disability.   While some disabled people organize themselves as a cross-disability movement, others organize based on an identity such as being blind, Deaf, users and survivors of psychiatry/people with psychosocial disabilities.  The associative movements based on these identities each have their own historical and cultural specificities, and have developed specific expertise and priorities that cross-disability organizations lack.  The international disability movement that worked on the Convention comprised the DPOs of each associative movement of PWD, including cross-disability, and did not seek to homogenize us into a single set of experiences or a single identity. 

In the International Disability Caucus, we came to unity through mutual interest and solidarity that led us to find commonality in our diversity.  We presented collective documents in the name of the Caucus, with multiple spokespersons on each issue.  If we spoke in a single voice, that voice was a composite; it resided in a number of different bodies and personalities, and emerged from diverse life experiences.  Member States in the Ad Hoc Committee welcomed our diverse self-representation and understood that PWD was a diverse umbrella identity.  The Convention reflects our diverse priorities as themes that overlap and interweave. 

Subsequent to the CRPD entry into force we have had both advances and setbacks in DPO leadership and in the respect for diversity and parity of constituencies.

Human rights and development NGOs, donors, academics, and international organizations have taken some initiatives that de-center the knowledge created by DPOs and impede our human rights advocacy.  In one case a donor organization created a network of experts on legal capacity and excluded me after I insisted that abolition of forced interventions, a cornerstone of advocacy by users and survivors of psychiatry, is fundamental to the right to legal capacity and cannot be postponed as a secondary issue.  

Furthermore, while some national level DPO federations function inclusively, others exclude people with psychosocial disabilities or have family member organizations represent us.  The International Disability Alliance, since becoming a staffed legal entity, has expanded opportunities through capacity building for many national DPOs, however its current structure unduly homogenizes the diverse voices and visions of PWD.  We need to revisit the question of how to fully represent ourselves as diverse constituencies at the national, regional and global levels, and collaborate among ourselves to exercise DPO leadership based on mutual solidarity.  

All stakeholders must once again recognize DPO leadership and respect the diversity and parity of constituencies, in the implementation and monitoring of the Convention and whenever the rights of disabled people are at stake; these principles should be highlighted in the General Comment.  

Umbrella bodies must not be allowed to substitute for the individual and collective rights of all PWD to directly participate in consultations.  If an umbrella body of DPOs is established, it must accept DPOs from all constituencies and not organizations of service providers and family members; if no DPO exists for a constituency, capacity building is needed to support its creation.  Each constituency should have access to equal opportunities and resources for engagement, agenda-setting, and effective power.  Consultations on matters where one constituency’s rights are at stake, such as the repeal of mental health laws, must consult that constituency directly and not an umbrella body.  (Please see written submissions of CHRUSP and the Absolute Prohibition Campaign for additional points.)  

The Committee itself should incorporate these principles into its Working Methods, Guidelines for the Participation of DPOs/NGOs/CSOs, and practices of engagement with DPOs.  

Let us rekindle our passion and mutual solidarity and cast off the centuries of paternalism once and for all.
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