






DABC - July 22, 2020

..................................................... ANDREW ROBB:	So it is eleven o'clock now.	We're just
going to wait a few more minutes, in case there are

any late-comers.

Okay, I'm going to get started.	Thank you for attending this online presentation or webinar about the rights of people with disabilities to have their essential support persons, caregivers or attendants within the hospital in light of visitor restrictions
associated with the COVID-19 pandemic crisis.	My name is Andrew Robb, I am the staff lawyer at the
Disability Law Clinic at Disability Alliance BC, or DABC.	I'm coming to you from my home on the that additional ancestral and unceded territories of the Musqueam, Tsleil-Waututh and Squamish peoples in what is now called Vancouver, British Columbia.	Today is July 22nd, 2020.	This presentation is being recorded, and will be available on DABC's website as soon as possible.	I want to note that ASL interpretation is being provided, and we are also using realtime captioning.	I'm going to pause for just a moment so that Catherine can put a link to a website in the chat box with a full screen -- the link will be to a full screen of smooth captioning.	Thank you, Catherine.
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Participants in this webinar as you may have noted

will be muted, but please feel free to write questions in the chat box, and I will try to answer them if we have some time at the end of the presentation.	Excuse me, I said 'write questions in the chat box, I meant
in the Q&A box.

If there is a question-and-answer portion of the presentation, it may not be included in the recording of this presentation.
I want to take a moment to tell you about DABC

and the Disability Law Clinic.	DABC is a provincial cross-disability advocacy organization committed to supporting people with disabilities to live with dignity, independence, and as equal and full participants in the community.	We champion issues impacting the lives of people with disabilities through our direct services, community partnerships, advocacy, research, and publications.	The Disability Law Clinic is a brand-new program of DABC.	We just opened this past March as the first non-profit law clinic in western Canada to specialize in
disability-related areas of law.	We are funded by the

BC law foundation to provide free legal advice and assistance to people with disabilities throughout BC, in disability-related areas of law.	I'm showing a








slide right now that lists some of the areas of law that we practice in, and our contact information. I'll put that up again at the end of this
presentation, and you can also find it on our website

at disabilityallianceBC.org.	During my presentation today I hope to discuss the following topics.	I'll start with after brief overview of some of the laws that create rights for people with disabilities, and how those laws apply to the issue of essential support persons in hospitals.	Then I'll refer to some resources for advocating with hospital officials to ensure hospitals allow people with disabilities to
have their support persons or caregivers with them, despite visitor restrictions related to the COVID-19 pandemic.
I will also discuss the government's policy

about support persons and caregivers in hospitals and what led to that policy.	And finally I want to talk about some of the legal options available to people with disabilities who have been prevented from having their support persons and caregivers with them in hospital due to visitor restrictions, including the option of complaining-to-a Patient Care Quality Office, or to BC Human Rights Tribunal.
So let's begin by briefly going through the








different laws that create rights for people with disabilities who need healthcare services.	And I want to acknowledge that much of what I'm saying in this section comes from the open letter that was sent to
the provincial government about the issue of essential support persons on May 5th, 2020.	That letter was signed by DABC and several other disability advocacy organizations, and I want to give credit to all those who contributed to it.
I will start with international law, namely the

Convention on the Rights of People With Disabilities, or CRPD.	The CRPD is an international treaty signed
by Canada and over 160 other countries.	As it says in article 1, its purpose is to promote, protect, and ensure the full and equal enjoyment of all human
rights and fundamental freedoms by all persons with

disabilities.	And to promote respect for their inherent dignity.
Articles 25 of the CRPD says that persons with disabilities have the right to enjoyment of the highest attainable standard of health without discrimination on the basis of disability.	And article 12 says governments must take appropriate measures to provide access by persons with disabilities to the support they may require in








exercising their legal capacity.	These are very important rights, and as a result of the CRPD, they're part of international law.	The CRPD does not apply directly to BC hospitals, but it is supposed to inform government action and policy in a general sense.	Then there is the Canadian Chapter of rights and freedoms, which is part of the constitution of Canada.	Section
7 of the charter protects the rights to life, to

liberty, including the liberty to make fundamental fundamental life choices, such as choices about health care treatment, and section 7 also protects the security of the person, to ensure our bodily integrity is respected.	Section 15 of the charter guarantees
the right to equal benefit of the law without

discrimination based on physical or mental disability. Canadian courts have repeatedly found that these protections apply to people with disabilities in hospitals and other health care settings.	Then there is a provincial law called the Human Rights Code of British Columbia.	Among other things, it prohibits discrimination based on mental or physical disability. This means that when a person with a disability requires any kind of service, including healthcare services, the service provider must accommodate that person within reason.	Now that is a very broad rule,








and it can be difficult to say how it applies in any specific circumstances.	But I am suggesting it means that for people with disabilities who rely on support persons or caregivers, hospitals must generally allow those support persons or caregivers to enter the hospital, even during the time of a pandemic crisis. Of course it is reasonable for hospitals to restrict their visitor policies due to the risk of infection
and spread of COVID-19, but I believe the Human Rights Code means those visitor restrictions must be narrow enough and flexible enough to allow people with disabilities to have their support persons or caregivers with them in most situations.
I'm going to come back to the Human Rights Code

later in this presentation.	But first I want to mention one more provincial law called the Health Care (Consent) and Care Facility (Admission) Act.	This law sets out the rules for how people consent to health care treatment.	It is especially relevant to people whose disabilities affect their ability to communicate or their capacity to make their own decisions.	Among other things, it says healthcare staff must
communicate with patients in a way that is appropriate for those patients.	It also says that where a person is unable to make their own decisions, healthcare








providers must seek consent from a supported or substitute decision-maker such as a representative with the Representation Agreement.	This law also specifically acknowledges the role that close relatives and friends play in assisting people who need accommodations to understand decisions relate to their health care.
So that gives you some of the legal context for

the issue of essential support persons and caregivers in hospitals.	But sometimes what the law says is different from what happens in real life.	So next I want to talk about how those laws apply in practice. In other words, how to advocate for yourself with hospital officials to ensure your support person or caregiver is allowed into the hospital with you.
Since the beginning of the pandemic crisis, Disability

Alliance BC has heard from people with disabilities who are concerned about this issue, who are concerned that they may not be able to rely on their support persons or caregivers if they're admitted to hospital. I understand some people have even postponed important medical procedures or appointments out of concern that they will be prevented from having their support persons with them.	So I want to give you some resources if you're facing a situation where hospital








staff may decide that you cannot have your caregiver with you.	The best resources I am aware of for people who find themselves in this position are on the
website of an organization called the Family Support

Institute of BC.		And I have their website up on the slide right now, it is familysupportBC.com/COVID.	If you look on that website you can find a Tool Kit they have prepared for people with disabilities in health care setting.	The Family Support Institute is a fantastic resource for people with disabilities and their families.	They're very experienced at advocating with healthcare officials and I encourage you to contact them if you need support in dealing with hospital administrators.	The information I'm
sharing here, as I said, is taken from their Tool Kit.

There are a few items that you should consider bringing with you if you have to go to the hospital during the pandemic crisis, and if you are concerned that your support person or caregiver might not be able to enter the hospital with you.	First of all, you should consider preparing a letter to hospital staff explaining your situation and asking for it to
be included in your hospital file.	In my next slide I will show you a basic template for the letter.	You should also consider bringing your Representation








Agreement, if you have one, and if it refers to your support person or caregiver.	A Representation Agreement is an important legal document, and it shows that your support person is an integral part of your healthcare team.	If you can get a note from your doctor or therapist ahead of time to explain your need for a support-person, it is always a good idea to
bring it to the hospital.	Hospital staff might take

it more seriously because it's from another healthcare professional.
You should also consider bringing a copy of the official Ministry of Health policy about support persons and caregivers in hospitals.	I'm going to
talk more about that policy in just a few minutes, and

you can also find a copy of it in the Tool Kit.

Finally, you should also bring all your communication aides and/or communication devices, because there is a possibility that hospital staff might not allow your support-person or worker into the hospital, and it's prudent to have a back-up plan,
that is a plan for how to communicate with hospital staff if your disability affects your ability to communicate, and a plan for how to communicate with your support persons or caregivers if they can't be with you.








In this slide I'm now showing a template of a letter that you can print out and fill in and give to hospital staff.	I know there's a lot of text there, and I'm not suggesting that you copy it all down now. It is available in the family support institute's tool kit at familysupportBC.com/COVID, but I wanted to give you the general idea of what you want to convey to hospital officials if you have to advocate for your support person or caregivers to be allowed in the hospital with you.	The letter says dear health care provider.	I am a person with a disability and I require the presence of a support person with me in health care settings.	My support person can advice on the areas where I need support if I am unable to do
so.	Based on the guidelines as outlined in the Ministry of Health communiqué from 19th May, 2020, regarding essential visitors, I am entitled to have this support person accompany me in the hospital.	As the ways I need support are personal to me, my support person will be able to assist me, and this will make your job as a health care provider much easier.	When
I am calm and supported by people who know me, you

will be able to focus on my acute care needs.	I require accommodation and support in the following areas:	And here I have left the letter blank and it








is up to you to fill in the areas, or your support person, to fill in the areas where you most require accommodation and support.	The letter goes on to say to the health care provider:	If you're not able to allow this, kindly allow me and my support person to speak with the hospital administrator or administrator on call, as I wish to have an immediate review of your decision.
So that is the text of the letter that you could consider preparing if you have to go:00 into the hospital.	Unfortunately there is no guarantee the strategies in the Tool Kit will have the results we want.	The final decision about whether your
hospital -- about whether your caregiver or

support-person can enter the hospital with you is up to the hospital, but I believe those strategies are your best options, and in many cases they are effective, but there is still a chance hospital staff will decide that essential support persons will not be allowed in the hospital.	Some people have asked me if it is a good idea to inform the hospital about your support persons or caregivers ahead of time, before
you even go into the hospital? People want to know if they can ask for assurances that their support persons will allowed into the hospital with them. This is a








very tough question and I honestly don't know the right answer.	It is always a fine line between strongly advocating for yourself and risking antagonizing healthcare officials who can sometimes seem quite sensitive.	All I can say is you have to use your best judgment be polite and respectful with hospital staff.
Before I go any further I want to pause and

acknowledge the part of the reason I wanted to present this webinar is because of what happened to a person named Ariis Knight, Ariis's family members are aware that I'm presenting this webinar and she generously gave me permission to refer to her.	I know many
people are aware of what happened to Ariis, but I want

to explain to people who don't know.	Everything I say here can also be found in various media reports about Ariis.	She was a person with cerebral palsy, who
lived in a staffed home for people with disabilities,

in Surrey, British Columbia.	Due to her disability, Ariis was unable to speak, and she communicated nonverbally.	Many people were able to communicate with her, excuse me many people were not able to communicate with her at all, but her family members and the staff at her home who had known her for many
years, they were the ones who were able to communicate








with her.	In April of this year near the beginning of the pandemic crisis, Ariis was taken to hospital because she had some symptoms that appeared to be related to COVID-19.	Under normal circumstances her caregivers would have stayed with her throughout her time in the hospital, but due to the risk of infection from COVID-19, hospital staff decided that no one
could accompany her into the hospital, not even her

family members, and not the caregivers who had known her for years, who were the only ones who knew how to communicate with her.	Being in the hospital during COVID-19 would be difficult for anyone.	But I think it would have been especially traumatic for Ariis,
because it meant that there was no one around that she

could communicate with at all, there was no way for her to convey how she was feeling, to her doctors and her nurses.	So hospital staff ran tests and they determined that in fact Ariis did not have COVID-19.
It turns out she had an unrelated respiratory problem. Much but even after the hospital found out she did not have COVID-19, her caregivers and support people were still not allowed to be with her in the hospital because the hospital considered them "visitors", and the hospital had banned all visitors due to the pandemic crisis.	Her caregivers kept asking the








hospital for permission to be with her, but hospital staff said "no".
Tragically, Ariis's condition deteriorated a few days after she was admitted to the hospital, and she died of a respiratory condition unrelated to COVID-19. Her caregivers and family members were contacted shortly before she died, and I understand that they would have been allowed into the hospital at that point, but because they didn't receive much notice, they could not get there in time.	And so Ariis died alone, without being able to communicate with anyone around her.
The circumstances of Ariis's death caused a public outcry and received some attention from the media.	In response to that, the provincial government revised its policies on essential visitors in hospitals.	I'm showing a slide now with the most important parts of -- with some of the most important parts of the Ministry of Health policy communiqué No.
2020-01, that's what they call it, they call it a

communiqué.	Now I have some reservation about the revised policy, but in many ways it's quite helpful. It says hospitals and health authorities shall continue to allow essential visitors only and Health Authority staff get to decide which visits are








essential.	But it goes on to specifically say that essential visitors may include visits that are necessary for a patient's physical care and mental well-being.	 And the policy says that those visits might include visits for assistance with feeding, mobility, or personal care, or for communication assistance for persons with hearing, visual, speech, cognitive, intellectual or memory impairments, visits for assistance by designated representatives for persons with disabilities, including provision of emotional support, and visits for supported decision
making.	I would say there is a lot to like about that

policy.	But the devil is in the details, and there

are parts of the policy that are still concerning.	In particular, it says that even for visitors who are essential, there shall be no more than one visitor per patient at a time, and I know that might present problems for people who rely on multiple caregivers or support persons.	I'm also concerned that the policy still gives hospital administrators the final say on which visits are considered essential and which are not.	So even if you require assistance due to your disability, and your situation clearly falls into one of the categories listed in the policy, on the slide right now, it's still up to a hospital administrator








to decide whether your support person or caregiver can enter the hospital or not.	If a hospital decides that a person with a disability may not have their support person or caregiver with them, and either the person with a disability or their caregivers wants to challenge that decision, the revised policy says they may contact the Health Authority's Patient Care
Quality Office.

Some people are not aware of the Patient Care Quality Office, so I'm going to talk more about them in a moment.	But first I do want to acknowledge that despite these concerns I've mentioned, I believe the revised policy is a big improvement on past practice.
And to the best of my knowledge, ever since the

policy was revised, there have been fewer cases of people with disabilities being denied access to their essential support persons in the hospital.
But although there have been fewer cases, we

have heard that the problem still keeps coming up.	In some cases people with disabilities are still having difficulty getting their essential support persons and caregivers into hospital with them, even if it's not happening as often as before.
So next I want to address the legal options

available to a person with a disability who has been








unable to have their support person or caregiver with them in hospital or another health care setting.
First I will talk about the Patient Care Quality Office.	This is one of the places you can go if you want to complain about a hospital or healthcare provider that will not allow you to be accompanied by your support person or caregivers.	Hospitals in BC
are operated by regional Health Authority, and every

Health Authority has a Patient Care Quality Office. Patients can complain if they are unsatisfied with their experience in hospital for any reason.	It's not specific to people with disabilities, but it is one option for people with disabilities who have been prevented from having their support person or
caregiver with them.	The Patient Care Quality Office is a department within the Health Authority, and if you submit a complaint to them, they will investigate it, and they may be able to give you more information about decisions made by health care workers if you're
still unhappy with the treatment you received, you can

ask the Patient Care Quality Review Board to review the findings of the Patient Care Quality Office.
The review board is a government-appointed agency separate from the health authorities.	If they find your complaint is justified, they can make








nonbinding recommendations to a Health Authority or to the Ministry of Health about how to improve the way that health care services are provided in the future.
I have their contact information up on the screen

right now, their website is patientcarequalityreviewboard.ca, and their e-mail is contact@patientcarequalityreviewboard.ca.	I said a moment ago that they can make nonbinding recommendations to a Health Authority or to the Ministry of Health.	But it's important to also say that that's all they can do.	And some people believe that their powers are too limited.	For example, the review board cannot offer any compensation to people who face problems with health care services, no matter how poorly they were treated.		And it cannot force a hospital or anyone else to do anything differently.
All they can do is make recommendations.	Another disadvantage of the Patient Care Quality Office and review board is that their work may take a long time. If you want to complain, you have to start with the Patient Care Quality Office, and if they will take
some time tov your complaint, and get back to you.	If

you want to request a review of their findings from the review board, it's likely that process will take even longer.	So it will be a matter of several months








between when you initially submit your complaint about health care services, until the time when the review board can make nonbinding recommendations to the
Health Authority or the Ministry of Health about what

happened to you.

I should also add that the Patient Care Quality

Office and review board process may not be available

at all right now.	Some of their websites say they are taking longer than normal to process complaints, and the Patient Care Quality Review Board's website is saying they are not currently processing any
complaints at all due to the pandemic crisis.

That is obviously unfortunate.	But despite these drawbacks, if a person with a disability was prevented from having their essential support person
or caregivers with them in hospital, I would encourage

them to contact the Patient Care Quality Office. You can find the contact information for the Patient Care Quality Office on the Health Authority's website.
But I would also say don't stop there.	I want

to suggest that another option in this situation is to consider a complaint to the BC Human Rights Tribunal. The BC Human Rights Tribunal was created by the provincial government to deal with complaints about discrimination and other violations of the Human








Rights Code.	As I said earlier, I believe the Human Rights Code requires hospitals to allow people with disabilities to have their support persons or caregivers with them in the hospital, even though visitor policies have been restricted due to the pandemic crisis.
I have to acknowledge I'm on somewhat uncertain ground here, because to my knowledge, there are no previous decisions by human rights tribunals in Canada about hospital visitor policies or how they affect people with disabilities who require support from others.	But I believe there's a very strong case to
be made that people with disabilities who are denied access to their essential support persons or caregivers have been the victim of a human rights violation.
So next I want to talk about the human rights complaint process.	You can start the process by filling in a complaint form which is available on the tribunal's website at BC HRT.BC.ca.	You have to provide some background information about yourself, and you have to describe what happened and why you believe it constitutes discrimination.	There is a deadline for submitting human rights complaints, and it is one-year from the date when the discrimination








happened.	It is possible to get that deadline

extended in some situations, but you can't count on an extension, so it's very important to submit your complaint within one year from when the hospital prevented you from having your support person with
you.

In a human rights complaint, the person or organization in a you complain about is called the respondent.	If you're complaining about prevented from having your support person in the hospital, you're called the complainant, and the most
appropriate respondent is usually the Health Authority

that operates the hospital that you were at.	Once you submit your complaint to the tribunal, someone from
the tribunal may contact you and request further information.		If the tribunal accepts your complaint, the respondent will be notified and they will have an opportunity to provide a written response, and you'll receive a copy of that response.	What happens after that depends on what the respondents do.	But it's likely there may be some kind of mediation where the tribunal will encourage both parties to consider settling the complaint by way of an negotiated compromise.	If that's not possible, there may be a hearing where you and the respondent have a chance to








explain your position and ask each other questions.	A hearing is a form of adversarial process, and frankly it can be very stressful.	But most human rights complaints are settled through negotiation or mediation, so that a hearing is not always necessary. If you have to go to a hearing, the tribunal will make a decision about whether you've been discriminated against.	If it finds that you have been discriminated against, the tribunal has a broad range of powers.
For example, they can order the respondent to pay

financial compensation to you as the complainant, they could also order the respondent to change its policies and practises.	And I think this is really important because I know many people with disabilities are interested in changing parts of the health care
system.	And the Human Rights Tribunal is in a unique

position to actually make that happen.	For example, in an appropriate case, the tribunal would have the power to force the Health Authority to change its decision-making process or to ensure its staff receive training about the rights of people with disabilities. If that is necessary to prevent further
discrimination.

The human rights tribunal services are free. You don't need to pay anything to submit a complaint








or to attend a mediation or a hearing. You may choose to hire a lawyer in which case you'll have to pay your lawyer of course. But there are some options for free legal representation. There's no guarantee that any
of these options will be able to represent you, but I

want to make sure you're aware of them.

One organization that may be able to provide free legal assistance is the BC human rights clinic, and their website is BCHRC.net.	The other option is my office, we can also provide free legal advice to people with disabilities who believe their human rights have been violated.	I put up our contact information earlier, and I will again at the end of this presentation, but the e-mail address you should know is law clinic@disabilityallianceBC.org.
Unfortunately whether or not you have a lawyer helping

you, the human rights complaint process is not fast. From the time you submit your complaint to the time of the hearing if a hearing is necessary, you will have
to wait at least a year, probably more.	I know in a

is very frustrating for many people, but in my opinion, the human rights complaint process is still worth considering because it may result in real
change.	That's almost all I have to say for today.	I

want to conclude by summarizing what I hope are the








main take-aways from this presentation.	First, if you have to go to the hospital during the pandemic crisis, and you're concerned in a your support persons or caregivers might not be able to be with you, you
should consider the strategies in the Tool Kit prepared by the family support institute of BC, at family support BC com/COVID.	But also you should be aware that the official Ministry of Health policy says essential support persons and caregivers are allowed
in the hospital despite visitor restrictions

associated with the pandemic crisis.

If you have been prevented from having your support person or caregiver with you in hospital, I would recommend you contact the Patient Care Quality Office for the Health Authority that operates the hospital.	And if you're not satisfied with their response, you should contact the Patient Care Quality Review Board.	At the same time I would urge you to consider a human rights complaint, and if possible, you should obtain legal advice before you submit it. The Disability Law Clinic at the Disability Alliance BC is able to provide legal advice about this issue.
If you've been in this position, please don't hesitate to contact us.	I'm going to leave our contact information up on the PowerPoint now.	I think that's








all I wanted to say for today, and I want to thank you very much for attending this presentation.	I'm now going to try to answer any questions.	I want to say a couple of things about that.	First of all, I can't offer legal advice in this setting.	If you do need advice about your specific situation, please feel free to contact the Disability Law Clinic.	I also want to note that frankly, I am having some technical issues right now and I am not certain I'm going to be able to see your questions, but I'm going to turn the screen sharing off now, and we will do our best to answer
your questions, if I can.	Oh, there I am.	All right.

So I believe I have -- I think the participants in this are muted, and I'm not sure how to unmute them frankly, because I'm not very experienced with Zoom. However, if anyone has any questions, I encourage you to put them in the Q&A box at the bottom of the screen.	I'll wait a few minutes to give people a chance to do that, and once again I want to apologize
for any technical issues associated with this.	I take

full responsibility for that.

Well, I will say either there are no questions

or possibly I have committed some technical errors and the questions are not coming through, in which case I apologize.	I'm going to end this session now.	I








really appreciate everyone who has take placed.	Once again I want to say I encourage you to contact my office if you have questions or if you're seeking legal advice about any of the issues that we have
covered here today.	Thank you very much for attending the presentation.	Have a good day.	-- oh, I'm
getting thank yous in the question box, that's very nice.
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