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Nidus is a non-profit charitable organization that provides education and assistance with planning – in case of incapacity, for end-of-life, other support needs and after death. Nidus also operates an online Registry to securely store with 24/7 access to important information and documents in the event of a health crisis or other emergency such as a flood, wildfire, earthquake or tsunami. Nidus is a Latin term for nest: a symbol of support and safety. More at www.nidus.ca and nidusregistry.ca

Ideas that Guide this Document (title of BC government material)

It is not clear that those promoting this community engagement or accessibility legislation are aware that Article 12 of the United Nations Convention on the Rights of People with Disabilities was inspired and influenced by BC’s Representation Agreement Act.

In 2011, the World Futures Council, an international group of academic researchers, found the BC Representation Agreement Act to be one of six best policies in the world for people with disabilities. They recognized Nidus as the driver of the legislation.

British Columbia is a model in the world for its legislation that came out of a grass-roots law reform of adult guardianship – based on people’s lived experiences. Nidus has led education and practice related to Representation Agreements and the concept of supported decision making. BC’s legislation was passed unanimously in the legislature in 1993 under the leadership of the New Democratic Party government. 

BC has the most progressive legislation in the world for personal planning and one of the most complex. 

It is very difficult to bring about cultural change to traditional stakeholders who have enjoyed privilege and power without much question. The traditional view of “best interests” – government knows best and doctor knows best – has dominated the culture of western social and health care systems. 

During the BC law reform of adult guardianship some in the Ministry of Health and the health system hoped the law reform of adult guardianship would help the care system shift the paradigm from “best interest” to self-determination and person-centred care. This did not happen and has not happened. In fact, we are seeing regressive policies and actions, which leads to complexity and confusion. 

We encourage the BC government to ensure that older adults are included in its definitions and analysis of accessibility concerns. It may not be intended, but the materials produced for community engagement are not clear on this point. 

It is important to be clear as BC, and many other jurisdictions, has an aging population – never in history have so many people lived so long! Also, physical and intellectual disabilities affect all ages. We have an increasing incidence of dementia – particularly as the population ages. 

The involvement of older adults in the BC law reform of adult guardianship was critical for designing legislation that could apply to all ages and needs.


Why Accessibility Legislation Matters

It isn’t just about legislation, it is about implementation. “The devil is in the details.”

Breaking down barriers

One of the greatest barriers to implementation of BC’s Representation Agreement Act and related legislation (the law reform produced an interrelated package of 4 new Statutes) is the lack of funding for education. 

Lack of awareness and lack of education have made Representation Agreements one of the best kept secrets from British Columbians. There are a few ironies in this:
· If implemented as intended, Representation Agreements would save time and money for systems and institutions (good for taxpayers). Instead we are seeing time consuming and costly approaches that ignore or undermine human rights.
· Other provinces and countries have sought out Nidus to learn more about Representation Agreements – and don’t understand why Nidus isn’t acknowledged and supported within BC, for its content expertise and excellence as a resource.

But, it must be more than lack of education to account for the reluctance and delay of agencies and institutions to comply with legislation. Doesn’t the law apply to everyone – including organizations?

Government needs to set an example but we are constantly running into systems and programs that are not compliant or are providing inaccurate information about the BC legislation. 

We have to give credit to municipal governments who seemed to be early adopters. We noticed shortly after the Representation Agreement Act came into effect that metro-Vancouver municipalities listed Representation Agreements in its print materials as a legal tool for claiming the home owner grant on behalf of a home owner who was not mentally capable to understand/apply. 

Yet, some 18 years after the law came into effect, Nidus was hearing from representatives that BC’s Medical Services Plan and the staff who administer social service benefits (Ministry of Social Development) do not know about Representation Agreements and would only accept a Power of Attorney. 

Sometimes there can be differences within the same institution. The Autoplan division of ICBC wrote up excellent policies on Representation Agreements that reflected the intent of the legislation and were most respectful of individuals with intellectual disabilities and their personal supporters. Autoplan made sure to update their policies when amendments to the Representation Agreement Act and Power of Attorney Act came into effect on September 1, 2011. However, we could never get any response to communications with the claims division of ICBC. In 2019, a representative encountered difficulties with the licensing division. When Nidus managed to contact Licensing (not easy with websites that do not list contacts) they apologized for not having policies in place and set to rectify the situation as soon as possible. 

Health authorities for the most part have put efforts into developing alternative schemes instead of into implementation of BC legislation including Representation Agreements and health care consent. This has created much confusion for the public and also for employees. It also affects education with health care related associations who are expected to comply with BC legislation – dentists, doctors, physiotherapists, nurses, and others. 

All sectors of society are undergoing significant transformation. This needs more dialogue as the implications for inclusion and accessibility are crucial.

Institutions and the service system are seeing much higher rates of staff turnover. We see this, for example, in staff with the Public Guardian and Trustee’s Office Adult Services – new staff have professed to not knowing about Representation Agreements. This has implications for ensuring institutional knowledge. This is not easy to do in an ever-changing and increasingly complex world of regulation and policies. Recent discussions with Community Living BC indicate this is a reality in that sector too and a challenge for service providing agencies that receive funding from CLBC.

As systems and institutions get bigger (more responsibilities and divisions), the greater chance of complexity and fragmentation. Responses to individual needs are slower and more bureaucratic. One division of an organization often does not know what another division or department is doing – they operate in separate silos. We certainly find this in the health care sector.

The use of new technologies offers benefits as well as barriers. Many organizations and institutions use websites to deliver information but are not good at receiving information. It is almost impossible to find a contact within an organization. Responses to questions or queries are not answered in a timely fashion. Some institutions and programs seem to believe that going ‘online’ simply means putting the traditional off-line approach into an on-line format. This is a misconception. Delivering effective and efficient services online requires a new way of thinking and doing. 


How would accessibility legislation relate to laws and programs that already exist?

The law reform of adult guardianship and Nidus have a lot to share. While there is often a tendency to re-invent or re-create, this can be inefficient and less effective. It is important to identify the ‘real’ barriers and problems before jumping to solutions.

In terms of improving service delivery – one example:
· Ministry of Social Development and Poverty Reduction, change its policies with respect to Person With Disability Benefits (PWD) to recognize parental rights for an individual who is 18 years of age. The current policy that demands direct deposit to the individual’s bank account is forcing a parent to set up a joint bank account with a son or daughter who needs assistance to manage the funds. Joint bank accounts with someone other than a spouse has ethical implications. It is not best practice for a government program.

Looking Beyond Legislation – Seeking Cultural Change

As mentioned, there is a need for government ministries, programs and services to be an example. This requires partnership rather than the consultation approach. This requires acknowledging and responding to systemic barriers. 

There is a systemic bias in government policies that does not value the knowledge, involvement and support of family members and friends. Authority of professionals are still given more credit. This is not a request to favour one over the other, but rather to ensure a balance.

Of course professionals are ultimately family members and friends too. In addition, they have had the privilege of obtaining specific education that led to professional credentials. It is not that they were born with the skills and knowledge of a professional – they have gained this through schooling and employment. However, their professional lens seems to overshadow interactions with the lived experience of family and friends. Many government policies reinforce this imbalance.

It is illogical to believe that a spouse, family member, friends have knowledge and wisdom about someone and after checking into a hospital or a care facility – the staff in that system know more and better about someone they only just met? Yet policies and practices of care settings are based on this belief. 

It really is time for culture change – not just in hockey!
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