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Suggested changes or additions are outlined in bold:

The right to leave the institution: The guidelines could specify that a person’s right to leave an institution must not be subject to conditions. 
The right to leave an institution must not be subject to any conditions, such as sterilisation, forced contraception or medication. Furthermore, people leaving institutions must not be subjected to tests that could delay or impede their right to leave. 
Risk and safeguarding: The guidelines could expand on the concept of risk, safeguarding and ‘protection’ in this context. There is a dangerous misconception that institutions are safe spaces that protect people with disabilities from risks in the community. Furthermore, the term ‘safeguards’ is often associated with removing rights on the basis of protecting people.
States should ensure that persons with disabilities are not admitted to institutions or denied the right to leave based on risk assessments or safeguarding. Furthermore, service providers, medical or other professionals should not have to test for or sign off on a person’s capacity or competency to make decisions.
Nursing homes/care homes/retirement homes: The guidelines could expand on the status of nursing homes/care homes/ retirement homes as institutions. Many nursing homes have all the hallmarks of institutions, including chemical sedation and physical restraints. Government policies around the world, but particularly in the global North have expressed the “need” for expanding nursing homes to address the aging population. The nursing home sector is particularly problematic for persons with disabilities, many of whom are confined against their will.
The confinement of persons with disabilities, old and young, to nursing homes should be considered a form of institutionalisation and should be covered by the guidelines. States must ensure that persons with disabilities are not forced to reside in nursing homes at any age.
End-of-life and palliative care: In line with a life-course approach, the guidelines could consider end-of-life and palliative care in section b. 
States should ensure that persons with disabilities are offered end of life care on an equal basis with other citizens. Persons with disabilities availing of end-of-life care should have informed consent to treatment and decision-making.
The situation of people with disabilities as care providers: The guidelines could consider the role of people with disabilities as care providers. 
States must recognise the fundamental role that persons with disabilities play as care providers in their families and their communities. People with disabilities providing care for family members, for foster children or others should not be subject to professional surveillance on the basis of having a disability. Governments should ensure that persons with disabilities are renumerated for caring roles on an equal basis with other citizens. 
Dangerous buildings and locations: Buildings that are not fit for purpose should also be considered institutions if disabled people have no choice but to live there for economic or for accessibility reasons. These include buildings on floodplains, or those that do not provide safe exit in the event of a fire.
States must ensure that homes in the community are fit for purpose, are accessible and meet all safety regulations, including fire regulations. Dangerous buildings, such as those built on flood plains are other areas disproportionately prone to natural disasters or overcrowded buildings should be considered institutions if persons with disabilities have no choice but to reside there for accessibility or economic reasons. 
The inclusion of service providers in inclusive planning processes is problematic from the perspective of people who have been mistreated, abused, or denied other rights at the hands of service providers. The inclusion of service providers could be misused to justify their involvement in the de-institutionalisation process and to lobby for more power. Therefore, the drafters should consider removing references to service providers in section 35. 
35. States Parties should establish open and inclusive planning processes, ensuring the public understands the right of persons with disabilities to live independently and be included in the community, the harms of institutionalization, and the need to implement reforms in line with the Convention. Open and inclusive planning processes should include dissemination of information and other awareness-raising activities aimed at the public, including persons with disabilities through their representative organizations, family members, and policy makers.



