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Do you need help with CPP Disability benefits?
Did you already apply, but were denied CPP?

BCCPD can help you.

Canada Pension Plan Disability (CPPD)
has several advantages over provincial
disability benefits.

BC Coalition of People with Disabilities
(BCCPD) can help you to understand

CPPD and your eligibility for the program.

Cwur CPP Disability Advocacy Program
provides people with one-on-one
assistance with CPPD applications,
appeals, tribunals and Pension Appeals
Board cases.

You can learn more about the CPPD
Program at www.bccpd.be.ca.

Qur experienced CPPD advocates provide one-on-
one assistance with applications, appeals, tribunals
and Pension Appeals Board cases,

Please contact us for information or to make an
appointment

Contact

Canada Pension Plan Disability Advocacy Program
BC Coalition of People with Disabilities

Toll-Free: 1-B00-663-1278

Local Tel.: 604-872-1278

TTY: 604-875-8835

BC Coalition of People
with Disabilities 2009

PROGRAM FUNDED BY THE BC MINISTRY OF HOUSING AND SOCIAL DEVELOPMENT
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Editorial

MicueaL Vonn

Our personal information has
never been so popular. Everyone
wants it! The government wants it.
Google wants it. Microsoft wants
it.

Those clamouring for our
information promise that they will
keep it very, very secure and will
protect our privacy like gang-
busters. Are we likely to see those
promises fulfilled? Don't hold
your breath. Unless blue is a good
colour on you.

In this edition of Transition, we
look at who wants your personal
information and why.We also look
at the electronic systems being
put in place right now in BC to
gather your information and why
this is something you need to
know.

First, the government has
plans for your health information.
The public has been kept in the
dark for years as the provincial
government has been working to
create a massive, centralized data
distribution system to make our
personal health information acces-
sible first province-wide and, ulti-
mately, nation-wide. Health care
workers, some government work-
ers and many researchers will be
authorized to tap in to this giant
vat of citizens' health data through
thousands of access points.

The system is called “e-Health”
and, although it’s costing us bil-
lions of dollars, we are told that
ultimately it will save money.It's
supposed to make health care
better and more efficient.The bad
news is there’s almost no evidence

n this edition of Transition, we look at

who wants your personal information
and why. We also look at the electronic
systems being put in place right now in BC
to gather your information and why this is
something you need to know.

that e-Health saves money or
improves health.

The worse news is there’s a lot
of evidence that e-Health systems
are given to massive cost overruns,
cannot provide reasonable secu-
rity and threaten patient privacy in
ways that were impossible in the
stodgy, old paper-based system.
Millions of records have been lost
or compromised.The “data hem-
orrhaging”is relentless. Just last
May in Alberta, 11,582 electronic
patient files were captured by a
computer virus and are now in the
hands of nobody-knows-who.

Second, you need to know
that e-Health is just one part of
a much broader government
information-sharing project. While
the government assures us that in-
formation in the e-Health system
will only be used for health care
purposes, they are in fact build-
ing the architecture to share our
health information with other
ministries.

Government’s bigger data
integration project is called the
Information Access Layer and
includes Integrated Case Manage-
ment.The general idea is to give
government an astronomical
amount of information on citizens,
including information from com-
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munity organizations that receive
government funding, which the
government says will be used to
provide “better service.” Those in
the disability community should
be very skeptical of these claims,
remembering that historically
government data-matching has
been used to disqualify people
from needed benefits, not en-
hance services.

Government is saying we are
“behind”in building our e-Health
system and urging us to speed
ahead.But, in other jurisdictions
that are “ahead” of us, like the U.K,,
e-Health is such a catastrophe
that opposition politicians are
calling for the whole system to be
scrapped.

This is sounding grim, | know.
Especially considering that we
naturally want appropriate infor-
mation to get to our service pro-
viders.There are some important
advantages to electronic systems.
The question is how we gain the
benefits without sacrificing our
privacy and personal security.

Educating ourselves is the
obvious place to start.The com-
plete absence of public awareness
on e-Health has driven a small,
informal coalition of privacy-con-
cerned organizations to try to fill
the informational void. Learn more
at BC’s Big Opt Out at www.bcop-
tout.ca.There is lots of information
and some tools to help protect
your medical privacy,including a
step-by-step guide on how you
can “opt out”if you so choose,
an FAQ on e-Health and sample

letters to health professionals and
your MLA.

Read this Transition and share
it. Then, if you are concerned
about the privacy of your informa-
tion, speak up! Tell your elected
officials.Tell your health care pro-
viders. Ask tough questions and
demand real answers.

Our goal in this Transition is to
inform the disability community,
our not-for-profit community part-
ners and the public about these
changes underway in BC. They af-
fect the collection, access, sharing
and linking of personal informa-
tion.We look at the implications
of these changes for our privacy
rights, and review BC's laws on
privacy and personal information.

Many privacy advocates think
the huge central database systems
being built by the government
are the wrong model for privacy
protection and security. And put-
ting our personal information into
the hands of private technology
corporations, with their dubious
privacy track-record, is not the
only alternative.There are viable
options for genuinely client-con-
trolled records.

If that's what we want, we
need to say so:loudly, insistently
and right now. Before it's too late.

Micheal Vonn is Policy Director of the BC Civil
Liberties Association m

he United Kingdom has spent more

than £13 billion centralizing patient
records in government databases. It has
been an acknowledged fiasco. In a 2008
British Medical Association poll, 9 out of 10
doctors said they don't trust the govern-
ment with patient data security. Davio Chan,
MD, rrom A LETTER T0 THE EDITOR, VANCOUVER SUN,
June 15, 2009.
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e-Health 1L

An (nterview with Gglyw Townson

What would you like our readers
to know about e-Health?
Major changes to how our per-
sonal healthcare information is
handled, stored and used are
underway.The average citizen has
no idea these changes are tak-
ing place and what the potential
problems might be.

The law governing e-Health,
Bill 24, was passed last year allow-

ing the provincial government to
create the systems it needs to col-
lect the information it wants.The
Act empowers the government
to create something called Health
Information Banks (HIBs) through
which it will be able to share
information with other health
information banks—for example,
prescription drugs, diagnostic im-
ages, blood and, ultimately, your
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Your health data (prescriptions, blood tests, etc.) will link to the
Health Information Access Layer which will be accessible by health
professionals, governments and other unidentified parties.

personal Electronic Health Record
in your doctor’s office.

The idea is to have all of your
personal health information avail-
able from the various systems in
one place. Sounds good, sounds
like something we should have
been doing all along.There are
some obvious advantages to
electronic records. But the govern-
ment isn't sharing with the public
how they are going to do it. The
proposed system would provide
vast amounts of information in
new ways and to people who have
not had this access before.

Why should people with
disabilities be concerned?

Of all groups of individuals, people
living with disabilities have added
barriers to access the services

that can make huge differences in
their daily lives and quality of life.
Access to treatment procedures,
income support, secure housing,
good quality nutrition and proper
community supports are all neces-
sary for full participation in our
communities.

E-Health is only one piece of
the provincial government’s over-
all plan.The larger picture involves
electronic systems that track your
personal information between
government ministries. This is
something that should concern
all of us and, perhaps especially,
people with disabilities.

Are these systems used in other
parts of the world?

There have been thousands of
privacy breaches in the United
Kingdom where these kinds of
systems have been in use for some
time.In the US, there have been
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thousands of breaches of private
information. Closer to home, in
Alberta in early July 2009, it was
reported that due to a computer
“virus,” thousands of people’s
private medical information

was uploaded—a better word
would be “leaked” or “stolen”—to
websites from the government’s
computer system.

Can you give a “worst case
scenario”?

If there was a privacy breach and
your information was accessed by
someone who should not have
access, you may not be able to buy
some kinds of insurance or you
may even be denied employment.
Individuals that you would prefer
not to have personal information
about you may have access to it
without your knowledge.

The provincial government
has not said that e-Health will
keep your personal health infor-
mation private from third parties.
In fact, the government has admit-
ted that ultimately e-Health is in-
tended to link to other electronic
data sources developed by law
enforcement and social service
agencies.

So, why does the government
want e-Health?

From the start, the government
has told us e-Health is a cure-all:
from cutting costs and increasing
system efficiencies, to providing
better health care.

Do you challenge these claims?
The government’s position is that
they want to increase patient
safety, contain costs and improve
the quality of medical care. As

advocates, we have no argument
with some of the proposed goals.
However, the current plans and
methods raise a lot of privacy
concerns and many of us question
whether the current plans can
even achieve those goals.

In 2004, the Government of
Canada invested $500 million in
an independent not-for-profit
corporation—Canada Health
Infoway—to speed up the devel-
opment and adoption of modern
systems of information technol-
ogy, such as electronic patient
records.

The province of BC has been
moving to electronic surveillance
of its citizens through services like
welfare, income tax returns and
banking information.This system
will add another dimension that
will erode personal privacy rights.

What are the positive outcomes?
More people involved in your
health care will have access to
your personal information quickly
and from many different locations.
This does have the potential to
improve care.

What safeguards would you like
to see put in place?

We need the right to choose
whether or not to participate in
e-Health. And, if we do wish to
participate, then we need to be
able to choose which information
we're willing to share and which
we aren't. Finally, we need a truly

continued on next page

How does e-Health work?

1) When you visit your doctor, he/
she will enter the details of your visit
into your Electronic Medical Record
(EMRY). Your EMR touches on pretty
much everything about your health,
including demographic information,
your medical and surgical history,
current medications, advance direc-
tives, and diagnostic data.

2) After every entry, the information
in your EMR is automatically added
to your e-Health Electronic Health
Record (EHR).

3) Your EHR iis part of the e-Health
superstructure which is divided
into Health Information Banks
(HIBs). Each major area of health
care operations will have its own
HIB, containing every individual’s
information.

4) Those who are given access to
e-Health—people not yet specified
by the provincial government—uwill
be able to pull any information they
deem necessary from any HIB.

Excerpted from BC's Big Opt Out
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e-Health 1, cont'd from previous page

massive and impartial informa-
tion campaign informing citizens
about e-Health.

The only tool we have been
offered so far by government is
the disclosure directive: the ability
to mask all of your information in
a particular HIB.

Does e-Health jeopardize our
rights?

In its current form, e-Health will
absolutely increase the risk to your
constitutional right to privacy.

Where can | find more
information?

A coalition of community groups
has put a website together with
detailed information at The Big
Opt Out: www.bcoptout.ca.The
site has information for patients,
doctors and others interested in
how to protect their private medi-
cal health information.

What can | do to speak out on
this? Who should | contact?
Inform yourself.Read everything
you can about these changes and
ask questions.You can let your
healthcare providers know that
you want to assert your right to
privacy and that any information
they share about you must be
done only with your consent.=

Glyn Townson is on the
Board of Directors of BC
Persons with AIDS Society

Edition Glossary

Bill 24

The E-Health (Personal Health Information Access and Protection of Privacy)
Act was passed in BC in 2008. It allows the BC government to gather
electronic patient records and create large databases called Health In-
formation Banks.Once in the database, the information can be used for
many purposes by many people.

Disclosure Directives

Under Bill 24, people can create a disclosure directive that limits access
to their personal health information by users of an e-Health database.
Making a directive is not an absolute right, however.

e-Health

This is a general term referring to “electronic health” management.
Rather than paper-based records, patient information will be entered
into computers and electronically available. E-Health can also refer to Bill
24.

Freedom of Information and Protection of Privacy Act (FOIPPA)
BC’s FOIPPA governs how public bodies in BC can collect, use or disclose
personal information, including personal health information about you.

Health Information Access Layer (HIAL)

This is the new “layer” of electronic access created by Bill 24. 1t allows
government to link Health Information Banks together and to make the
resulting combined database accessible to various parties.

Health Information Bank (HIB)

This is a new term created in Bill 24 for a database containing large
amounts of information from a single source. For example, HIBs will soon
be created from blood tests, Pharmanet records, diagnostic images, and
other health services.These banks will then be linked together in the
Health Information Access Layer.

Informed consent

A person can be said to have given informed consent when consent is
based upon a possession of and clear understanding of the facts, impli-
cations and future consequences of an action. Some advocates claim
informed consent will be impossible with these new databases.

Integrated Case Management (ICM)

The aim of ICM is to electronically link information on individuals collect-
ed by organizations delivering services to the public, including govern-
ment departments and not-for-profit organizations.

Personal Information Protection Act (PIPA)
BC's PIPA governs how private sector and not-for-profit organizations can
collect, use or disclose personal information about you. =
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formation in accordance with a provincial law. By
ill 24, the government has greatly increased its
ability to collect your personal health information from a
wide range of private, public and not-for-profit bodies.

WHAT IS PERSONAL INFORMATION?

Any recorded information that identifies you, such as your name,
address, race, religion, sexual orientation, disability, fingerprints,
information about your health care, educational, financial, crimi-
nal or employment history,and other people’s opinions about
you and your own opinions.

AcT ONE: FOIPPA
The Freedom of Information and Protection of Privacy Act (FOIPPA)
sets out the rules for how public bodies in BC can collect, use or
disclose information.

-
These public bodies include: provincial government ministries,
municipalities, regional districts, universities, municipal police
forces and hospitals, and professional bodies such as the College
of Physicians and Surgeons, and the Law Society of BC.

FOIPPA gives you the right to request access to records held by
public bodies, request corrections to your personal information,
and to have your personal information held by public bodies kept
secure and private.

If you have a concern, you can ask the Office of the Information
and Privacy Commissioner (OIPCBC) to review decisions by public
bodies about privacy and access to records.

ACT TwoDO: PIPA

The Personal Information Protection Act (PIPA) sets out rules for
how private sector and not-for-profit organizations can collect,
use or disclose personal information about you.These organiza-
tions include: businesses and associations, not-for-profits, labour
organizations, landlords and doctors in private practice.

PIPA gives you the right to know
why an organization collects,
uses or discloses your personal
information, request access to
your information and request
corrections, or complain if you
have a concern with how your
personal information is being
used.

PIPA requires organizations to
obtain your consent when they
collect, use or disclose your
personal information, tell you
how your information is being
used and to whom it has been
disclosed, and destroy personal
information about you that it
no longer needs for the pur-
pose it was collected for or for a
related legal reason.

If you are not satisfied with an
organization’s response to your
concerns, you can ask the
Office of the Information and
Privacy Commissioner to review
the matter.

CONTACT OIPCBC
info@oipc.bc.ca
http://www.oipcbc.org/

For toll-free access, call Enquiry
BC at one of the numbers
below and request a transfer to
(250) 387-5629.

ENQUIRY BOC
Vancouver: (604) 660-2421
Elsewhere in BC: (800) 663-7867
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iem 1L

Awn lnterview with
Tim Beach Y

What is Integrated Case
Management (ICM)?

ICM is a system that links and
shares personal information about
clients amongst selected parties,
like government departments,
professional institutions and social
service organizations. According
to the provincial government, this
information would be shared for
various reasons, such as evaluat-
ing and improving services to the
public and to individuals.

What does the public need to
know?

The major change in this area is
the province’s policy direction and
public investment in new software
systems in health care and human
services.These systems can collect
and contain information on every
user of services and make some of
that information available to oth-
ers who have an interest in it.

Many activists and advocates
are deeply disturbed by this trend.
First, massive database systems
can have programming flaws,
information errors, leakages,
sabotage, etc. Second, masses of
accumulated data gives the hold-
ers of that data more power and
control over the data and, very
likely, increased control over those
citizens whose information has
been accumulated.

Why should people with
disabilities be concerned?
Many people with disabilities
use medical, health and human
services more than other citizens.
For those who do use these ser-
vices, information about them will
exist in more places and in more
databases. So they're understand-
ably concerned. The laws do allow
people to exercise some control
over how their information is
used, but we think that reasonable
controls will be lost as more and
bigger systems are put in place.
So, we're concerned about
the big picture. But, we're also
concerned about the individual
picture. For example, say you go
to an organization like BCCPD for
help applying for the Persons with
Disabilities benefit.You have to
provide a lot of personal infor-
mation to them.Then, say that
information is taken into the ICM
system-which it will be if BCCPD

he laws do allow people to exercise

some control over how their informa-
tion is used, but we think that reasonable
controls will be lost as more and bigger
systems are put in place.

receives government funding.
What can people learn about you
from your file? What conclusions
or judgements might be made
about you based on the informa-
tion? We've all seen cases where
similar databases are used and
people have suffered because
their information leaked out, was
incorrect or was used in a prejudi-
cial way against them.

This kind of data about people
with disabilities is very complex
and “information-rich.” To achieve
truly responsive systems that also
protect personal privacy in this
context will require extraordinary
investment and sensitivity.

Why is the provincial
government creating ICM?
Governments tell us these sys-
tems will improve service; they’'ll
provide “the right information

to the right people at the right
time.”This, they say, will improve
individual decision-making, refer-
rals to other service providers or
ministries and, ultimately, create
better outcomes for people. Gov-
ernments also tell us they will save
money, and allow resources to be
used more efficiently and wisely.

Is there a conflict between
government’s and citizens’
needs?

Government has a high need

for efficiency and accountability.
Citizens have a need for high qual-
ity, timely services and supports.
These needs can, at least theo-
retically, be in balance, but many
people believe they've never
been balanced appropriately. ICM
systems may help achieve more
of a balance over the long-term.
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However, avoiding the high risks
to people’s privacy must be a pri-
ority. Otherwise people won't trust
the new systems and that won't
work for either the government or
citizens.

Do you have other concerns?
The laws around all this are
confusing because one provin-
cial law governs public bodies
and one governs private bodies.
Not-for-profits receiving govern-
ment funds will be caught some-
where in the middle. For example,
if personal information held by

a not-for-profit society is swept
up into a system operated and
controlled by government, how
will the society maintain its legal
obligations to protect that private
information? And there are many
other questions.

What are the possible positive
outcomes?

Some advocates are in favour of
these systems.They believe there
are many benefits to be had: like
easy and fast transmission of infor-
mation from one professional or
department to another or coordi-
nation of services.

If ways can be found to make
ICM systems truly responsive to
the needs of individuals, such a
system may become trusted and
used to better support and serve
clients.

What are the possible negative
outcomes?

There are, no doubt, potential hor-
ror stories about individuals and
groups that we'll hear about over
time.One very negative outcome |
can see would be the time wasted
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Community organizations that receive government funding may be
required to make client information accessible to government databases

in trying to construct massive ICM
systems that are not trustworthy
or trusted. But, when governments
make investments of this size, they
tend to become so committed to
the investment that other solu-
tions aren’t looked at, delaying
real solutions for years.

What safeguards would you like
to see put in place?

Education is the best safeguard.
We all need to understand the
implications of these systems.
There are personal, group, com-
munity and global issues and risks

to be discussed and understood.
Those promoting the big ICM
solutions have been given very
large investment budgets.In BC,
these systems are quite far along
in development, though there has
been little engagement with the
public, identified special interest
groups or the organizations that
serve and support many persons
with disabilities or other groups.
Getting engaged and educated is
crucial.m

Tim Beachy is the Chief Executive Officer of
BC’s United Community Services Co-operative
in British Columbia
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The Good, The Bad and The Unknown

Large, centralized databases with all kinds of personal information: what are some of the Good, Bad and
Unknown possibilities about e-Health and Integrated Case Management?

Good
+  Services you receive from different health providers, organizations
and/or government departments may be better coordinated

«  Access to information is immediate

« Databases of information can be used for better planning of public
services and programs

*  Your health information is available to a range of health professionals,
no matter where you are, even if you are incapacitated or unconscious

«  The province promises these systems will improve “quality, accessibil-
ity, productivity and cost savings”

«  There has been little public education about these far-reaching plans
* Breaches are inevitable in any large computerized system

« The costs are huge-taking resources from other greatly needed
improvements—and the benefits are unproven

*  Though e-Health might reduce certain medical risks, its current struc-
ture will risk your constitutional right to privacy

+  The BC Government did not support the development of e-Health
technology by a Canadian-based company. Instead they chose a sub-
sidiary of a US-based company to develop and service e-Health. Like all
US companies, it is subject to US law, including the PATRIOT ACT, which
allows the US government to require companies to disclose informa-
tion in systems they operate or have access to

Unknown
+  The province has not specified who will be able to access your health
or social services information

+  The province has not guaranteed e-Health will keep your personal
health information private from third parties

« There has been little evidence provided to date to show how these
systems will save money

« Itis unclear how not-for-profit organizations, who receive govern-
ment funding, will balance the commitment to their clients’ needs and
privacy with the legal requirements to share data m

With thanks to www.bcoptout.ca.
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BCCPD UPDATE

Disability Rights Training
Sam Brabp

Norman Boucher said,”l went to
the voting place, but | couldn’t

go in.They offered to carry my
wheelchair up the stairs and | said
no.| wanted to exercise my right
to vote—and the location should
have been accessible.”

Boucher’s story captures one
experience of someone with a dis-
ability who could not fully exercise
his/her human rights. He is one
of the co-leaders of the Disability
Rights Promotion International
Canada (DRPI Canada) project
launched this year in partnership
with the BCCPD.

DRPI Canada is working to
establish a holistic and sustainable
system to monitor disability rights
in Canada. Local disability orga-
nizations are taking the lead in
coordinating the monitoring sites
and supervising the data collec-
tion. At the Vancouver monitoring
site, DRPI Canada benefits from
the expertise of its local partner,
the BCCPD.

To get us started, DRPI Canada
held a six-day training session in
Vancouver in May 2009 to train a
team of people, all of whom have
a disability, to be human rights
monitors. The training began
with an overview of local human
rights issues by Frances Kelly from
the Community Legal Assistance
Society, followed by a workshop
on economic, social and cultural
rights funded by the Department
of Canadian Heritage.Through-
out the next days, the monitors
learned how to interview their

Participants in the Vancouver training sessions

peers about their experiences of
human rights violations, to obtain
free and informed consent, and,
to protect the confidentiality of
information collected.

There were many conversa-
tions about the differences be-
tween advocacy work and human
rights monitoring.

As“monitors,” the participants
said they are prepared to be neu-
tral and bear witness to unfairness,
injustice and discrimination in our
communities.

As disability “advocates,” the
monitors said how it is hard to
take off the “advocate” hat when
an interviewee shares his or her
problems.To bridge the gap
between these roles, the group
decided to promote self-help and
leave a list of community resourc-
es with interviewees.

isability Rights Promotion

International Canada is a
community-university alliance
headed by Dr. Marcia Rioux at York
University in Toronto. It brings
together community members,
people with disabilities, research-
ers, lawyers, media experts, statisti-
cians, policy experts and students
to create a holistic, sustainable
system to monitor disability
rights in Canada. DRPI Canadais
funded by the Social Sciences and
Humanities Research Council of
Canada (SSHRC). For more infor-
mation, please visit www.yorku.ca/
drpi/Canada.html.You can also see
more on BCCPD's website at www.
bcepd.be.ca, under Projects. m

Sam Bradd is BCCPD’s Administrative Director
and Vancouver Site Coordinator, DRPI Canada
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BCCPD UPDATE

Shelley Hourston Receives Award

We are delighted to announce that Shelley Hourston, director of our
ADAP and WDI Programs, has received an Honourable Mention in Van-
couver's Access and Inclusion Awards.These awards “recognize individu-
als and organizations that demonstrate leadership and commitment to
enhancing accessibility, inclusion, universality and the elimination of any
barriers that may impede the full participation of persons with any type
of disability in community life.”

Shelley received this well-deserved recognition for her work when she
was presented with a plaque by Mayor Gregor Robertson.

The Mayor, presenting Shelley her award noted that she:

« facilitates access to health and wellness for people with disabilities
by raising awareness of the barriers to community participation
caused by disabilities, medication, stigma, low self-esteem, social and
physical isolation, and lack of education opportunities.

+ isarecognized authority in
health literacy, access to health
information and services for
people with disabilities. Shelley
was cited in the Federal Disabil-
ity Report: Advancing the Inclu-
sion of People with Disabilities.
Her chapter entitled “Health
Literacy and People with Dis-
abilities” was published in the
Medical Library Association (US)
Guide to Health Literacy at the
Library (2008).m

Shelley and *f'
Vancouver -
Mayor Gregor
Robertson

Be Prepared for the HIN1 Flu this Fall

Many people with disabilities can be seriously affected by health emergencies such
as a pandemic influenza. Here are some simple tips for the coming flu season:

- Getan annual influenza vaccine

«  Wash your hands often

»  Avoid sharing anything that may carry germs
«  Stay home if you are sick

For more detailed information on pandemic influenza preparedness, go to
http://www.health.gov.bc.ca/pandemic/tools.html.

transition
subscription form

Yes, | would like to receive
Transition magazine 4 times per
year. Please add me to your mail-
ing list; | am enclosing my $20
annual subscription fee.

Name

Organization

Address

City/Prov

Postal Code

Phone

Email

Please check one: Id like to receive
Transition in the following format:

O PDF (by email)

3 [I'll read it online

O Paper (by mail)

O Text disc (by mail)
O Audio tape (by mail)

Please make cheques payable
to“BCCPD"and send to us at
Transition, c/o BCCPD, 204 - 456 W.
Broadway, Vancouver, BCV5Y 1R3.

For information on BCCPD’s
privacy policy, see the Privacy
Statement in this Transition.
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We couldn’t do it without you

Thank you to the following organizations, companies and government departments
who support BCCPD’s work on behalf of people with disabilities.

BC Association for Individualized Technology
and Supports for People with Disabilities

BC Government and Service Employees’ Union

BC Hydro Employees Community Services
Fund Committee

BC Medical Services Foundation

BC Ministry of Housing and Social
Development

BC Nurses’ Union
BC Paraplegic Foundation
BC Rehab Foundation

Centre for Emergency Preparedness, Public
Health Agency of Canada

Coalition Against No-Fault in BC
City of Vancouver

Emergency Management Division, BC Ministry
of Health

Health Sciences Association of BC

Home Medical Equipment Dealers Association

Human Resources and Skills Development Canada:
Homelessness Partnership Strategy

The Law Foundation of British Columbia
Legal Services Society of British Columbia
Notary Foundation

Office of Disability Issues, Ministry of Human
Resources and Skills Development Canada

Province of British Columbia

Provincial Health Services Authority

TELUS (Charitable Giving Program)

TD Friends of the Environment Foundation
United Way of the Lower Mainland

Vancity

Vancouver Coastal Health

The Vancouver Foundation

Workers Compensation Board of Nova Scotia
WorkSafe BC

York University (Office of Research Services)
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BCCPD UPDATE

Living with HIV/AIDS? We need you!

Join the BC Coalition of People with Disabilities’
new health project

After 30 years of advocacy, the BC Coalition of People with Dis-
abilities (BCCPD) knows the power of people with disabilities
sharing their experiences and knowledge with others.

The common theme among people living well with disability is
their ability to create a personal path to HEAL—health educa-
tion, advocacy and leadership.*

We are pleased to offer our first HEAL program: creating five
HEAL guides for people living with HIV/AIDS.

If you are a person living with HIV/AIDS and have some experi-
ence with one or more of the topics below, we want to hear
from you.We'll be creating a series of booklets on the HEAL
approach to living with HIV/AIDS and:

*  Depression

« Bipolar disorder

+  Substance misuse/harm reduction
+ Stigma

+  Episodic disability

Confidentiality is assured and you may participate without
having your name published if you wish.

Interested in hearing more? Please contact Shelley at BCCPD:

*  Phone 604-875-0188 or toll-free to leave a message at
1-877-232-7400

+ TTY 604-875-8835 or fax 604-875-9227

*  Email wdi@bccpd.bc.ca

More information is available at www.bccpd.bc.ca, under
What's New at BCCPD.

*You can also read more about HEAL in the Summer 2009 issue
of Transition magazine at www.bccpd.bc.ca.m

BCCPD Faces

Karen Martin

Job
Board Coordinator and
Emergency Preparedness
Coordinator

Pet
used to have two kitties

Favourite recent movie
Milk
Favourite all-time movies

Lord of the Rings trilogy

Influential book
“For Your Own Good” by Alice Miller

Favourite Saturday afternoon
tap dancing class

#1 world issue
poverty

#1 disability issue
lack of understanding by people
who don't have disabilities
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Protecting our clients
JanE Dyson

What will Integrated Case Man-
agement (ICM) mean for BCCPD’s
Advocacy Access program?

People with disabilities are
all too familiar with providing
information about every aspect
of their lives: health, medication,
family relationships, employment,
income, assets—the list is almost
endless—in order to apply for
services they need.In fact, our
community is probably one of the
most scrutinized groups of people
in Canada.

The staff and volunteers who
work in our Advocacy Access
program know this first hand, both
as people with disabilities them-
selves and as advocates.

In order to assist people with
disabilities to obtain provincial
and federal income supports and
other benefits, we gather a large
amount of personal informa-
tion.We guarantee our clients
confidentiality and we take that
promise extremely seriously. All
case files are kept securely locked
and all database systems are care-
fully protected.We never share
information about a client unless
the client has specifically given us
permission to do so.When former
clients request copies of their files,
we require them to sign a release
and make sure the signature
matches the one on file before we
provide them with any records.

We have serious concerns
about the new systems that are
examined in this Transition—
e-Health and Integrated Case

Management (ICM). At this point,
we cannot say for sure how we will
protect our clients’information

or the degree to which this will

be possible. For example, within
the ICM system, our client files
could be accessed by government
ministries because we receive
some government funding.The
law governing these changes is
complex and organizations such
as BC's Freedom of Information
and Privacy Association are help-
ing to clarify how the legislation
will impact the not-for-profit com-
munity.

The BCCPD, and other com-
munity organizations, are “safe ha-
vens” built upon trust: we are here
for people who need help to find
their way through complicated
government processes, legislation
and policies. If our clients’ informa-
tion becomes part of government
databases, how can this not affect
that trust relationship and our
ability to do our job?

We will continue to work with
other community groups to advo-
cate for safeguards and clear limi-
tations on governments’ access
to your information. And, we urge
everyone to become informed
and stay tuned for updates. m

Jane Dyson is
BCCPD’s Executive
Director.

ntegrated Case Management aims to

align the efforts of many stakeholders
to achieve the best outcomes in a case.
(ase-by-case integration is one thing.
Using technology to undertake Integrated
(ase Management across many thousands
of cases and many hundreds of service
providers and several government min-
istries, presents challenges of a different
magnitude. Service providers, such as
not-for-profit organizations, are concerned
about the trust relationships with their
clients, their responsibilities under law,
the liabilities they may face for failures to
ensure compliance to the law, and the use
of accumulated information for policy or
financial purposes. Tim Beachy, Unitep Community
Sevices Co-op

Visit Clicklaw

Clicklaw—www.clicklaw.bc.ca—is
anew website, funded by The

Law Foundation of BC, aimed at
enhancing access to justice in BC.

It features legal information and
education created by 24 contributor
organizations—including BCCPD.

k.
C
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Special Concerns for

Community Organizations

by parrell Bvans and vincent Gogolek

Risks of the digital age

We live in a digital age. Much of

what was once done by hand, is

now being done with electronic
devices and records.These elec-
tronic marvels can be hugely
beneficial in terms of delivering
services more effectively and ef-
ficiently while reducing costs. But
they also bring their own set of
risks.

When it comes to the delivery
of social services to vulnerable
people, the biggest risks of the
digital age are:

+ the transformation of inde-
pendent service providers,
including not-for-profit orga-
nizations, into collectors of
personal information for,and
agents of, government,

*  too much scrutiny by govern-
ment into the private lives of
citizens, and consequently,

+ apotential decline of service
quality due to the loss of con-
fidentiality and trust agencies
need to serve people effec-
tively.

Community study underway

The BC Freedom of Information
and Privacy Association (FIPA)

is conducting an independent
investigation into the new govern-

ment initiative that is bringing
the digital age to the health and
social services sectors in BC.Our
preliminary findings should be a
clear warning to government, the
independent social service sector
and the general public that all is
not well with the BC government’s
plan for Integrated Case Manage-
ment (ICM). In the government’s
words:

“...Integrated Case Manage-
ment...will provide the holistic view
of each citizen required to truly in-
tegrate delivery of social services...
linking case information collected
by other organizations delivering
services to the public, such as the
ministries of Health, Education, and
the Attorney General, other prov-
inces, the federal government, and
Service Delivery Providers.”*

Does that sound a bit like “Big
Brother”to you? It certainly did to
us when representatives of some
concerned service organizations
came to FIPA asking that we look
into this project.

The United Community Ser-
vices Co-op had become alarmed
at the extraordinary new demands
that would be made for access to

the personal information of their
clients under ICM systems.They
were concerned about the ethical,
legal and procedural ramifications
for their organizations and for
their relationship with their clients.

Protecting the privacy of citi-
zens from governments and other
powerful entities is one of FIPA’s
main goals, so we launched a
study into the ICM system with the
support of the Co-op and the Law
Foundation of British Columbia.

Our study is still in progress,
but preliminary findings indicate
that, while the ICM system may
have some very worthy goals, it
is more likely that it will contrib-
ute to a Big-Brother “Surveillance
Society”than better service to the
public.

As it says in the government'’s
own description, the ICM Sys-
tem would provide government
officials with unprecedented
access to extensive information
about BC citizens' daily lives.The
information grab will not stop
within government:it will extend
well beyond to capture the social
service agencies contracted by
government to provide services to
the community.

We're looking at a massive and
comprehensive system for sharing
the most sensitive and potentially
prejudicial personal information
of every citizen in the province
- because, after all, who doesn’t
receive government services?

*Ministry of Employment and Income Assistance,”"Request for Proposals: Case
Management Software [RFP] SATP-2397 November 6,2007, p.9
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What ICM could mean for service
organizations

FIPA’s research also indicates

that ICM could seriously degrade
services to the public by radically
changing the culture of the inde-
pendent social service sector.

These service groups—-mostly
not-for-profits and charities—if
they do their job of service well,
will grow and may eventually be
recognized by various govern-
ment and private sector bodies as
an effective, efficient and low-cost
way of delivering services to a
needy part of the community.

ICM has the potential to
transform that culture from one
where helping people in distress
is paramount to one where service
organizations become agents of
government.Their new function
will include funneling their clients’
most intimate personal informa-
tion to the provincial bureaucracy.

Another problem is that the
provincial government contracts
with independent service provid-
ers are not consistent.The contract
language can vary considerably
on the question of government
access to information held by the
organization.

For example, if the work an
organization does is by way of a
contract for or on behalf of the
government body, all the informa-
tion it collects, uses and discloses
for the purpose of that contract
will be subject to the Freedom
of Information and Protection of
Privacy Act. However, the Personal
Information Protection Act would

Our study is still in progress, but preliminary findings indicate that, while the ICM
system may have some very worthy goals, it is more likely that it will contribute to a
Big-Brother “Surveillance Society” than better service to the public.

still apply to the organization itself
and it will have legal obligations
around security, openness and
consent imposed.Those obliga-
tions will apply to all the other
personal information it collects,
uses and discloses which is not
covered by a contract with a pub-
lic body.

This will cause a great deal
of confusion for service provid-
ers.How will these obligations be
balanced? Under this proposed
system, can they be balanced at all?

The community’s role

An ICM system that has the capa-
bility to harvest, store and inter-
relate vast amounts of data about
individuals, families, groups and
communities will inevitably over-
reach and eventually undermine
that system’s legal and moral cred-
ibility. This type of data matching
is shortsighted and will ultimately
prove to be destructive to a sys-
tem that in most cases serves and
cares for clients very well.

All of us, clients and service
providers, will have to bring pres-
sure to bear on the government
of BC to ensure that the proposed
Integrated Case Management
system receives thorough public
scrutiny, rigorous legal, ethical and
procedural review,and in the end
only moves forward with a work-
able system of privacy protection.=

Darrell Evans (top) is the Executive
Director of BC Freedom of Information
and Privacy Association and Vincent
Gogolek is their Policy Director.
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BCCPD UPDATE

BCCPD Calis for Cell Phone Driving Ban

Since May 2009, the BCCPD has
actively called for legislation
banning people from using cell
phones and other handheld de-
vices when they drive.

The BCCPD’s membership and
Board includes individuals who
have been severely disabled in
traffic accidents and are wheel-
chair users as a result.

We wrote to Premier Campbell
and Kash Heed, Minister of Public
Safety and Solicitor General asking
for the implementation of a ban
on the use of handheld commu-

nication devices by motor vehicle
drivers.We also wrote to ICBC'’s
Chief Executive Officer, Mayors
and Councils across BC and our
community partners. And we
thanked the BC Association of Po-
lice Chiefs and Police Chief Jamie
Graham for speaking out publicly
in support of a ban.

The BCCPD is very pleased
that the August 25th Throne
Speech included a commitment
from the government that it
would“introduce legislation to re-
strict cell phone use while driving

a vehicle to create a safer driving
and pedestrian environment for
all.”

We would like to thank Pre-
mier Campbell and Minister Heed
for this welcome news.Thank you
also to all the Municipalities, com-
munity partners and individuals
who have written to us to regis-
ter their support for legislation
banning people from using cell
phones as they drive.

We will continue to update
you on this important issue to all
our communities.m

~

-

~
your voice counts | become a member of bccpd
| accept your invitation to join the BC Coalition of People with Disabilities and enclose my membership
fee of $15* (groups and individuals).l am also sending along a tax-deductible donation of $
(Donations over $10 are tax deductible)
Please check the correct boxes:
0 New membership or Name
J Renewal 5 o
rganization
O Voting Member or 9
O Non-voting Member A
[ Voting members are people with :
disabilities and self-help groups City/Prov P Code
where at least 50% of members .
have a disability. Phone Email
Please return your payment/donation with this form, to BCCPD, 204 - 456 W. Broadway, Vancouver, BCV5Y 1R3.
You can also become a member online at www.bccpd.bc.ca. We thank you for your support.
* Some of you will notice our annual membership fee has increased from $12 to $15. This small increase
will go toward managing the ever-increasing costs of our operations.
)
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E-Health 2

The law, risks and safeguards

bg Sara A. Levine

In BC, our multi-billion dollar
e-Health system is currently being
built and, within a few years, all of
your personal health information
may be recorded in the govern-
ment’s databases.

What’s new under Bill 24?

In 2008, the E-Health (Personal In-

formation Access and Protection of
Privacy) Act—Bill 24—was passed
and became law in BC.

Bill 24 allows the BC govern-
ment to create Health Information
Banks or HIBs out of electronically-
stored patient information and
to use the information for a wide
range of purposes. Under the
E-Health Act, the Minister can
designate any database belonging
to a hospital, mental health facility,
board of health or health author-
ity as a HIB.The person administer-
ing the HIB will have the authority
to collect patient information
and to require personal health
information to be disclosed to the
databanks, unless the disclosure is
prohibited by another law.

So,in the future, it may be
difficult for your doctor to refuse
to disclose your health informa-
tion unless you specifically—and
in advance—instruct your doctor
not to disclose it to the e-Health
system.

The E-Health Act also creates
a detailed set of requirements for

how and when personal health
information can be disclosed

for research purposes and cre-
ates a new committee—the Data
Stewardship Committee—which
is solely responsible for manag-
ing this disclosure. So long as the
requirements of the law are met,
your consent to the use of your
personal information for health
research purposes won't be neces-
sary.

A system of data banks

E-Health is meant to be a“distrib-
uted system”which means it has
many separate HIBs which will
eventually be compatible, so they
can work together and informa-
tion can flow throughout the
whole system.

The provincial government
says that patient privacy is of
major importance and that the
system will have many privacy-
protecting features built in,
including firewalls and role-based
access-which means people using
the system will be able to see only
the information they need to do
their jobs.The lab technician will
be able to see your tests in the lab
test databank, but not your pre-
scription information and so on.

However, it appears that the
systems are being built before all

0, in the future, it may be difficult for your

doctor to refuse to disclose your health
information unless you specifically—and in
advance—instruct your doctor not to disclose
it to the e-Health system.

the privacy rules have been com-
pletely defined. And even those
privacy protections that are being
built will depend in large part on
the good behaviour of people
who work in the system.

Really, the whole point of
the system is to enable access.
Everyone with access will be
duty-bound not to look at your
particular file unless they have a
legitimate reason to see it. This
includes providing you with
health care,administering the
Medical Services Plan, or address-
ing public health issues. They are
not supposed to surf the databank
or snoop in your file.There will be
audit trails and triggers to no-
tify supervisors if someone does
something they shouldn’t, but
these work after the fact. Essen-
tially, once they are allowed inside
the HIB, the honour system will
prevail.

continued on next page
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e-Health 2 continued from previous page

And the fact is, the vast major-
ity of health care professionals
are highly ethical people who
wouldn’t dream of violating their
duties. But, occasionally, someone
with access to a system may not
be so ethical or the system may
be hacked. And unlike a privacy
breach in your doctor’s office,
which may hold a few hundred
or even a thousand patient files,
when a large system holding
several million records is compro-
mised, the privacy of millions of
patients could be breached.

Protecting your information

So how can you control who sees
your health information? Well, you
can issue a“disclosure directive.”
The E-Health Act gives you a lim-
ited right to impose a disclosure
directive on certain parts of your
personal health information to
restrict who can see and use that
information.

A disclosure directive is a
written instruction you create
that works something like the PIN
on your bank account.When you
complete the forms and put a
disclosure directive on your health
information, the government
“masks” all of your information in
a particular Health Information
Bank.This ensures none of it is ac-
cessible without using a keyword
that you have chosen. Each time
a new HIB is designated, you will
have to create a new disclosure
directive for that HIB. However,

here are the patients who have voted to spend scarce healthcare resources

to build a vast, longitudinal database of citizen health information, with its
unprecedented risk to patient privacy, rather than investing in more hospital beds
and equipment; more health care providers, the reinstatement of needed “delisted”
medications and diagnostic tests, more addiction and mental health services, etc.?
MicueaL Vonn, Poicy Director, BC CiviL LiBerTiEs AssociaTion

Your health information
will go into a Health
Information Bank (HIB).

HIB

You can limit access to
your information by
creating a Disclosure
Directive.

This “masks” your
information for that HIB.

Now, only those who
have been given your
password can access

your data.

password:

Unless there is an
“emergency”. Then
the government S
can override your
password.

HIB

Y ¥

For each HIB, you will
need to create a new
Disclosure Directive.

Disclosure

HIB#T | = | Biractive#1

Disclosure
Directive #2
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there are override abilities for
emergencies and the mask may
be limited, depending on what the
HIB is designated for.

Will disclosure directives work?
Well, partly. As discussed above,
you will not be able to make a
single directive that applies to all
your personal health information
held by the government. Instead,
you will need to make a new direc-
tive for each HIB.

And you cannot mask a par-
ticular record, such as a single test
result or diagnosis.Your whole

record in the HIB you select is
masked. And, only information in
HIBs can be masked at all. You can-
not use a disclosure directive to
mask your information unless it is
in a HIB.Your directive can also be
overridden in emergencies.

The future of health care
includes electronic health records.
We must work together to make
sure that this future includes ro-
bust privacy protection too. =
Sara A. Levine is a lawyer who provides advice
on all aspects of privacy and freedom of
information in the business and not-for-profit
sectors.

= =

Take Charge
af Yo -'_f:a'l.rel

New Agency Guide helps travellers “Take Charge”

Take Charge of Your Travel is a free guide
for travellers with disabilities who use
airplanes, trains, as well as passenger
ferries and buses that cross a Canadian
or provincial border. It provides ideas

on how to take advantage of accessible
services and features in planning and
conducting travel.

To help with the planning process,
itincludes a detachable reservation
checklist that details possible services

such as accessible seating, mobility and technical aids, and
service animals. Take Charge is available on the Agency’s Web
site (www.cta.gc.ca). Copies of the new guide are also readily
available in multiple formats for individuals and for distribu-
tion by organizations.

Canadian Transportation Agency

Toll-free: 1-888-222-2592 « TTY: 1-800-669-5575
Fax:819-997-6727 « Web: www.cta.gc.ca
E-mail:info@otc-cta.gc.ca
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Editorial Statement

The views and opinions expressed
within the pages of Transition are not
necessarily those held by the total
membership or Board of Directors.
The material presented herein is
meant to be thought-provoking and
to promote dialogue. Transition is a
forum to share information within
the disability community, and with
government and the general public. It
is also an opportunity for people with
disabilities to display creative talent.

Disclaimer

Any firm or company advertising in
Transition is for our readers’ benefit
and does not constitute an endorse-
ment by the BCCPD.
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A Team Effort

This Transition was a collaborative
effort and we're very grateful to the
following people for their generous

participation in this project.

Content
Tim Beachy, Chief Executive Officer
United Community Services
(o-operative

Darrell Evans, Executive Director
BC Freedom of Information and
Privacy Association

Vincent Gogolek, Policy Director
BC Freedom of Information and
Privacy Association

Sara Levine, Barrister and Solicitor
Privacy Compliance Consulting

Glyn Townson, Board Member
BC Persons with AIDS Society

Micheal Vonn, Policy Director
BC Civil Liberties Association

Legal Supervisor
Gerald J. Fahey, Barrister and Solicitor
Macdonald Fahey

Edition Funding
The Law Foundation of BC

THE @ LAW
FOUNDATION

OF BRITISH COLUMBIA.

To Learn More

BC Freedom of Information and Privacy Association (FIPA)
FIPA has a wealth of information on citizen'’s rights to privacy,
including their recent work on Integrated Case Management.

www.fipa.bc.ca.

United Community Services Co-operative

Contact the Co-op to find out how to connect with others who
have privacy concerns. Organizations may be interested in how
to get engaged in this discussion. Call 604-718-8292, email info@
ucscoop.com or visit http://www.ucscoop.com.

BC Persons with AIDS Society (BCPWA)

A Declaration of Medical Privacy Rights is included in an
e-Health media kit prepared by BCPWA. Go to the media
section of their website at http://www.bcpwa.org/section.
php?section=about us&page=media and click on“Government
Wants Carte Blanche Over Your Personal Health Information.”

BC’s Big Opt Out
This website focuses on e-Health: what it is, how it may impact
your privacy, frequently asked questions and more. http://www.

bcoptout.ca.

Provincial Government

The BC government recently issued the forms you must use
when you want to put a disclosure directive on your health
information.You can find the forms at http://www.health.gov.
bc.ca/ehealth/dd forms.html.

Action for Health

Action for Health investigators conducted research about the
role of technology in the production, consumption and use of
health information in varied settings, and explored issues from
work practices to public policy.The research looked at issues for
both health professionals and the public. For more information,
please go to http://ir.lib.sfu.ca/handle/1892/3701

Transition Online

All site/document links will also be live in our online version of
Transition at www.bccpd.bc.ca, under Publications/Transition
Online. m
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The Importance of Play

Nancy CHAMBERLAYNE

Multiple Sclerosis has curtailed
my ability to play. As facilitator of
Victoria’s Living Well with MS Self-
Help Group, | asked others living
with MS if they felt the same way.

We defined play as things
that make us feel happy, joyful
or cheerful. Some said that play
made them feel more alive; oth-
ers lived in the moment taking
pleasure in the small things. We
found that we focused on these
emotional aspects of play, rather
than the physical.

Most of us have learned to
play differently and creatively. We
re-created how we recreated.| can
no longer jog, but | can jog in the
water by wearing a buoyancy belt.
Others exercised in their wheel-
chairs or scooters.

The computer is an excellent
toy. Games like bridge, reading,
doing research and emailing
friends are all forms of play.Talk-
ing books, movies, TV, the radio
and music provide entertainment.
One woman, who used to dance,
choreographs routines in her head
as she listens to music. Another
challenges his intellect with the
game of chess.

Learning to adapt is a key
component for continuing to
play. Another woman said she
is willing to rest for three days
just to be able to experience the
pleasure of an activity. Many of us
use a scooter or wheelchair to get
around.In my case, to experience
park trails again, | scooter hike.
Someone else participates in the

MS D

CAMTAL REGION CHAFTER

South Vancouver Island Chapter’s
“Living Well with MS” Self-Help Group

Learning to adapt is a key component for continuing to play. Another woman said she
is willing to rest for three days just to be able to experience the pleasure of an activity.

game of wheelchair curling.The
opportunities are endless.

Pets bring us joy. Going for a
doggie scooter walk, giving a back
scratch and throwing a ball are all
considered play by both the pet
and the owner.This also applies to
assistance dogs who are “off duty.”

Humour is an important
type of play. Many of us have a
black sense of humour about our
disease and what it does to our
bodies.Because MS can cause
poor balance and co-ordination,
we often think we need to wear a
t-shirt that says,“I'm not drunk.”

The common thread in our
groups was the enjoyment of
socializing with friends and
family—meeting for coffee, lunch
or dinner, going for a scooter walk,

talking on the phone or just hang-
ing out at the MS Centre. Two of
our members even like to engage
strangers in conversations as they
cruise the city in their scooters.

We do what we can to get out
there and play.| have learned that
the physical activities of play may
have changed, but the emotional
rewards are the same.

I would like to thank the mem-
bers of Victoria’s South Vancouver
Island Chapter’s “Living Well with
MS” Self-Help Group for their contri-
butions to this article. m
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Now you can join other readers
who have switched from receiv-
ing Transition in print to reading
us electronically. The new options
are:

+ receive a colour PDF by email

« download a colour PDF from
our site

 read Transition in our new
online version, complete with
clickable links and resources,
and often web extras not in the
print version

To switch:

+  Renew your subscription using
the form in this edition or by
visiting our Transition page
online

« Contact Val at the office (feed-
back@bccpd.bc.ca or 604-875-
0188) and let her know “l want
to switch!”to:

receiving Transition by
email. Be sure to provide
your email address!

reading Transition on the
website

And, if you still want to receive
Transition by mail, that's ok too.

Save a tree, save BCCPD money
and still receive all Transition
issues.

A big thank you to subscribers
who have already switched!

What will be
your legacy?

Be part of ours.

We are working toward our legacy, too. It's a legacy for
people with disabilities living in all cormers of BC and it

includes:
* dignity and independence
* income security

* full citizenship and participation in the communities

where we live

* improving our communities to make inclusion a reality—
through social change, education, transportation,

accessible buildings and more

For information on bequests
and other forms of giving,
please contact Sam Bradd

tel 604-875-0188
email sam@bccpd.bc.ca
or fax 604-875-9227.
Learn more about us at
www.bcepd.bce.ca.

BC COALITION of
PEOPLE WITH DISABILITIES

page24 |

BC Coalition of People with Disabilities | Transition | Fall 2009



Using Online Charting

I am a social worker who has been
charting online—using a type of
e-Health system—for most of the
past three years. During that time
I have been employed in mental
health, residential care and hos-
pital social work. I'd like to share

some of my personal observations.

BC's Health Authorities have
embraced electronic charting and
lab ordering because they are
faster, more efficient and gener-
ally create less paperwork for all
staff. Health histories are available
quickly which helps providers who
need to make rapid or difficult
treatment choices. Distance be-
tween a patient and a doctor can
be addressed by interviewing over
a video link, sharing documents
over a fax line and reading any
information already available on
the electronic health record.

For any nurse, case manager
or other practitioner, electronic
charts are brilliant. All disciplines
can search for information, all
records are entered and no time
or energy is lost between needing
to know something and finding it.
Entries in a person’s mental health
chart include things like: what the
person is experiencing, what may
be needed next, how they and
their families want to be support-
ed, and which professionals have
seen the person.

The advocates who oppose
e-charting tend to be concerned
that people’s personal health and
demographic information will be
more readily available to any staff.
There are many reasons why a

(s Health Authorities have embraced

electronic charting and lab ordering
because they are faster, more efficient
and generally create less paperwork for all
staff.

person might want to keep health
information private—to avoid
upsetting loved ones, alarming

a potential employer or because
of a disagreement about the
diagnosis a person has received.
Electronic records could possibly
be misused.

No system is perfect.In the
systems | have worked with over
the last three years, the software
is new. Sometimes it is “down” or
has “crashed” or documents have
been temporarily lost. Sometimes
we have needed to return to the
paper chart for a few minutes or
hours.

The health authorities’ massive
computer systems are constantly
monitoring staff use.| have known
staff to be “reminded” that per-
sonal work must not be done on
company time. Policy on this issue
means that the guilty person will
be disciplined up to and including
dismissal.

There are pros and cons for
keeping electronic records, but,
either way, | believe they are here
to stay.m

Name withheld on request

what cawn
YOM. Do?

We hope we've helped to
explain why current plans to
gather and use your informa-
tion are important. And we
hope you want to know more
and ask questions about these
changes that will affect your
privacy rights. So, what can
you do?

Ask questions and keep

learning about e-Health
and Integrated Case Manage-
ment. Use the resources listed
in this Transition for more
information and helpful tips.

Know your privacy rights.

You have rights under the
law that guarantee privacy of
your information.

Talk to friends and col-

leagues.Send them to our
website to read this Transition
and find other resources.

Talk to your doctor about
the privacy of your health
information.

Tell your MLA your con-

cerns about the privacy of
your information and ask what
they will do to help protect
your information.
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Commumnity News

Farewell
Crackers

A long-time
friend and
canine mem-
ber of BCCPD,
Crackers,
passed away
May 16th.
Crackers was
a Lancashire Heeler and a certified
hearing assistance dog for Dennis
Robertson.

Readers of Tips for Living Well
newsletter may remember a series
of articles Dennis wrote about his
adventures with Crackers.

Many of us at BCCPD became
good friends with Crackers over
the years. Every couple of months,
we received a“Cracker card"—
Crackers in bunny ears, Crackers in
a Santa suit, Crackers surrounded
by pumpkins. On the back, Dennis
would write a story about Crack-
ers’ escapades at their ranch in the
interior of BC.

Crackers was beside Dennis
through good times and bad,
whether it was enduring difficult
medical treatments, advocating
for disability issues in the com-
munity or supervising the annual
Granddad’s Camp with Dennis’
grandchildren.

We are going to miss receiving
our Cracker cards and will remem-
ber him fondly as a member of
the BCCPD Pet Squad. http://www.

bccpd.be.ca/programs/default.
htm#petsquad.

Institute’s E-Newsletter Debuts
The Family Support Institute (FSI)
works to strengthen and support
families faced with the extraor-
dinary circumstances that come
with having a family member who
has a disability. They are a family-
led organization that believes
“informed, involved, and confident
parents are the most effective
agents for social change on behalf
of their children.”FSI has launched
an e-newsletter and welcomes
your comments, contributions or
subscriptions. Visit http://www.
familysupportbc.com/.

Special Olympian at BCCPD
We're proud to have a Special
Olympian at the BCCPD.Volunteer
Joyce Groenevelt won a silver
medal in the 10-pin Team Bowling
competition, held in Abbotsford,
BC this July. In the winning game,
Joyce bowled an amazing 216,
including 5 strikes.

“I feel really happy,” Joyce
said.”l had a lot of fun and
winning the medal was a big
surprise.”"Congratulations Joyce!

- I
GUJiIcCer
Follow us on Twitter! If you
haven't heard, Twitter is a free
micro-blogging service on
the web. Twitter posts, called
tweets, are short-up to 140
characters.Why follow us? It's
fast and a great way to keep
up with disability news and is-
sues. You can visit and follow
us at the Twitter links below.

BCCPD
http://twitter.com/bccpd
Sample tweet: “One week

to the launch of our human

+ disability rights research
project with YorkU and 8
other countries. http://tiny.cc/
b3HhD.”

BCCPD Health-Living Well
with Disability
http://twitter.com/
BCCPDHealth

Sample tweet: “New medi-
cal/personal Q&A book for
teen siblings of children with
Down Syndrome--'Fasten Your
Seatbelt’ http://tinyurl.com/

raplcy.”

Our thanks to

The City of Vancouver for
their financial support with
the rent for our office space
and with our Membership
and Outreach Coordination.

&TY OF

VANCOUVER
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TEAR PAGE ALONG PERFORATION

Edition Score Card

Our goal with this Transition was to give readers clear information on these complex and important
changes that may affect your privacy. We are very interested to know if we succeeded. Please take
minute to score us on this edition by answering these questions. We greatly appreciate your feedback!

On a scale from 1 to 5, please indicate whether or not you agree with the following statement.

For each issue, please check the box that is most true for you.

“This Transition helped me to understand the following issues
and why they’re important.”

4 A A d J
Strongly Disagree Neutral ~ Agree  Strongly
Disagree Agree

BC's 2 privacy Acts (FOIPPA and PIPA) and what they govern

Bill 24, our new e-Health Act

What “e-Health” means

The implications—good and bad—of e-Health for members of the public

What Integrated Case Management (ICM) means

The implications—good and bad—of ICM for members of the public and
organizations

Where you can go to find out more information

What you can do to protect your rights to privacy and confidentiality

If you represent an organization, what the concerns are for you and your
clients

Please write any other comments in this space.

PLEASE CHECK ONE: (1 |am an individual (d Irepresent an organization

Thank you for your support!
Please tear out this page along the perforation and fax or mail it to us at Transition. You can also email us your opinions.

Transition/BCCPD, 204-456 W. Broadway, Vancouver, BCV5Y 1R3
fax (604) 875-9227, email trans@bccpd.bc.ca.
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Transition Advertising Rates

The voice of people with disabilities in BC since 1977.

Ad size Price per number of issues* Dimensions
1 2 4 Other sizes/orientations may be accommodated
COVER POSITIONS
Back cover feature ad, full colour 2200 2000 1900 53/4"Hx 7"W
Inside front or back cover 1200 1150 1100 91/4"Hx 7"W
INSIDE POSITIONS
Full page 960 940 920 81/2"Hx 7"W
1/2 page 540 525 510 4"Hx7"WOR8 1/2"Hx 3 1/4"W
1/4 page 300 285 270 4"H x4 5/8"W OrR 8"H x 2 3/16"W
1/8 page 180 170 160 3"Hx23/16"WOR2"H x 3 1/2"W

* Please note: the prices given are for each ad placement. The price per ad drops when more ads are booked.

All ads are black ink only, except outside back cover.

Terms and Conditions

e Rates apply to camera-ready artwork. Design services are

Ad Placement

available for an additional fee per ad: 20% of single ad
placement or minimum of $55.

Transition must be notified of any cancellations 14 days before
deadline. >
Accounts are payable in 30 days. Transition reserves the right to . b
refuse, cancel or suspend any advertisement. @.' the lorch

Ads must be submitted according to the Transition Ad ' =
Requirements.

The position of the ad within the magazine is at the discretion of the publisher,
except where cover positions have been booked.

Contact

For information or bookings, please contact Transition at 604-875-0188 or trans@bccpd.bc.ca.

Please ask about sponsoring an edition of Transition.
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CANADA POSTES
BC Coalition of People with Disabilities, e

Suite 204, 456 West Broadway, Vancouver BC V5Y 1R3 AL SANADA
(604) 875-0188 « fax (604) 875-9227 - tty (604) 875-8835 P puie P

trans@bccpd.bc.ca » www.bccpd.bc.ca el '
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made possik

THE @ LAW The Law Foundation of BC’'s Mission

FOUNDATION To advance and promote a just society governed by the rule of law, through
OF BRITISH COLUMBIA leadership, innovation and collaboration.

Vision

A society where access to justice is protected and advanced.

Values

* Integrity
* Respect
* Diversity

 Sustainability

The Law Foundation of BC is a non-profit foundation created by legislation
to receive and distribute the interest on clients’ funds held in lawyers’
pooled trust accounts maintained in financial institutions. The legislation
directs the Law Foundation to distribute these funds in five areas: legal
education, legal research, legal aid, law reform and law libraries. The

Law Foundation of BC recognizes that, while its objects are legal in nature,
funds are to be allocated to programs that will benefit the general public
of British Columbia.

Thank you to the Province of BC for their continuing support.






