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Preface

You know the mental health system is screwed up when you need a book to
help you find decent care.

Awareness campaigns make it seem so easy. All will be better if you talk
to someone about your mental health concerns. Doesn't that imply that if
you do ask for help, you do talk, that you'll actually get some help? Just take
that first step, and the mental health system will take care of you.

If you're reading this, chances are you haven’t found the help you’ve been
searching for. You may be looking for your own care or you may be support-
ing a family member or friend. You may even be a healthcare worker trying
to help your patient or client. You've talked. You've asked. Still no help. All
is definitely not better.

Your expectation of finding compassionate or humane care has faded.
And confidence that someone will be there to take charge of your care?
Please. At this point, you may be even more dejected, hopeless, lost, frus-
trated, and confused than when you started.

You're not alone in feeling this way. The lofty assurances that you just
need to ask for help don’t match the reality of mental health care.

Too Many Questions, Not Enough Answers

Most people find mental illness and its treatment mysterious. Few know
what good care even looks like. That’s where this book comes in. We'll pull
back the curtain, put an end to the mystery, and explain what good mental
health care is all about. With this insight, you’ll be able to find better care.
Here’s a typical path through the system. Your mental health is impact-
ing your education, work, self-care, or family relationships. Like many peo-

DRAFT: November 11, 2019 ix Book info at mhnav.com



x / Preface

ple, you go to your family doctor for help. (If you're helping someone else,
encouraging them to talk to their family doctor is also common.)

Your life, which seems to be falling apart, can't be fixed in the average 5-
to 15-minute family doctor’s appointment. Instead, your doctor prescribes
an antidepressant and suggests some lifestyle changes, maybe provides a list
of counsellors, the names of a few books or websites, and the local crisis line
number. They might promise a referral to a psychiatrist. But don’t get your
hopes up, because the waiting list is six months long.

You leave your doctor’s office and try to process what happened. If
you're struggling to function, how are you supposed to wait around for half
a year? And hope that the person you see can fix everything? You're con-
fused and skeptical that a pill will help and overwhelmed just thinking about
counselling. What do you do now?

Instead of a family doctor, you might start with a counsellor, psychol-
ogist, or another mental health professional. They might give you different
options, but the gist of their response is pretty much the same.

If you had questions before, you still need answers to most of them:

« Whats wrong with you?

« How are you supposed to know what kind of help you need?
o What are the treatment options? Why so many?

« How do you choose? What if you choose wrong?

o Why can’t someone just tell you what to do?

o Where should you go? Who can help you?

« Why so many different opinions about what you should do?
« Will you end up stuck, going in circles, and not improving?

And that’s if things go well. Some people who seek help are cut off and
can’t even share their concerns. Patients have told us that professionals an-
swered their questions with, “there’s nothing wrong with you,” or “suck it
up,” or “I gave you a pill, what else do you want from me?”

You Can Do Better!

No large piles of money or quick fixes will address the structural flaws in the
mental health system. When patients, their supports, and their healthcare
providers don’t know where to turn, it’s a problem. When some family doc-
tors recommend you Google local psychiatrists and cold call their offices to
find one taking new patients, it's a problem. While stigma around mental
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illness is also a problem, for millions whose mental illness dramatically af-
fects their life, being aware of their illness is not their problem. Finding help
is their problem.

As aresult, making the most of the help you do receive is critical. Youre
certainly willing to put the effort in. You want to be informed and involved.
But it's hard when you receive partial and conflicting information. You're
trying to get a sense of what’s going on and how to move forward. You need
a foundation to make sense of your options, and it’s not there.

We can’t magically change the system to deliver instant, top-notch care
to everyone for every ailment. We can show you how to make the best use of
the system we do have. And in mental health, there are many things you can
do to dramatically improve care. These aren’t big secrets. But a fragmented
mental health system makes them very hard to find. We'll help you bring it
all together to produce these results:

« You'll better understand your illness and its treatments.

« You'll help your health providers deliver better care.

« You’'ll proactively contribute to your treatment plan and care.

» You'll avoid unnecessary delays and wasting time.

« You'll stop feeling so confused and hopeless.

« Ultimately, you'll have a better chance at becoming well more quickly.

And in the immortal words of author Douglas Adams, don’t panic! You
won't need to read this entire book cover-to-cover. We've made it easy to
find what you need and skip parts you may not need now. You can learn
the essentials or go deeper on some topics. We'll explain more in the first
chapter.

Empowerment Is Key

One of us (Pauline) is a psychiatrist who has been practicing for about fifteen
years, spanning three Canadian provinces (Ontario, Alberta, and British
Columbia) and various practice settings (public and private hospitals, out-
patient mental health clinics, working directly with family doctors, and pri-
vate practice). The other (Mark) has run Pauline’s front office for several
years. Besides (or despite) working together every day, were also married.
Firsthand we've seen countless patients who had to wait months or years
to receive care. All the while, their quality of life deteriorated. We've seen
waiting lists grow, options for care disappear, and fewer psychiatrists avail-
able to help more patients. We've had to tell people who could no longer
hold a job or keep their family together that we couldn’t help them. We've
DRAFT: November 11, 2019 Book info at mhnav.com



xii / Preface

seen newly pregnant women, worried about antidepressants in pregnancy,
told to wait six months or longer for an appointment.

We've also heard from many people who waited a year or more to see
a specialist. They were seen only once, too briefly to even tell their story,
then given the wrong diagnosis or treatment. They were sometimes told
what medication to take, unaware of the benefits, risks, or the existence of
alternatives. Recommendations didn't help? Get back in line.

We've seen strain on the system, not only from a lack of resources.
Sometimes resources were used inappropriately or unwisely. People who
shouldn’t have been sent to a psychiatrist were. People who should have
weren't. Either someone thought it wasn't needed or nobody was available.
We've seen many gaps in the system where people get stuck.

We've also seen countless missed opportunities. Simple actions not
taken early on. Mistakes that could have been avoided. Well-meaning
health professionals who could have done a few things differently but didn’t
have the time, expertise, or resources to provide better care.

We've also seen so many intelligent, capable, and resourceful people—
who also happen to have a mental illness—unable to help themselves. Not
because there’s nothing they could have done, but because they couldn’t eas-
ily find the information they needed. Most people, along with family and
friends, are more than willing to put in some work if it helps and they have
the skills. A modest investment in education is all it takes.

Who This Book Is For

Mental health uniquely affects each person. You may have the same mental
health diagnosis as someone else, but your experience might be very dif-
ferent. Couple that with the fact that there are hundreds of mental health
diagnoses. This makes it difficult to provide advice for everyone.

llIness-Inclusive

This book doesn’t focus on a specific mental illness or diagnosis. While var-
ious forms of depression and anxiety are more common, the main issue—
why you're not finding the care you need and not feeling better—is the same
regardless of the diagnosis. So are the solutions to the problem. In terms of
age, while some of what we discuss may benefit mature teens or parents of
children with mental illness, this book deals with adult mental illness.
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Moderate Severity

This book is geared toward people whose mental illness significantly inter-
feres with one or more areas of their life but isn't completely debilitating. In
severe illness, treatment options may be more limited, and people may not
have the skills or motivation needed to help. They may not appreciate the
impact of their illness, or even that they have an illness.

Instead, this book is for people who have an illness of mild to moderate
severity. Hopefully, this includes you. If so, you appreciate the impact your
illness is having on yourself and those around you. Though you may need
help, you're able to continue in some capacity with several or even most
basic activities, e.g., hygiene, getting out of the home, taking care of kids,
shopping for groceries, and possibly working or going to school. You can
have sensible interactions and conversations with others, though these may
be limited. Most people seeking mental health care fit this profile.

High Functioning

You might worry that some days you’re not as sharp as before. You can finish
basic tasks, but they may be more difficult. You may have less energy or
motivation, forget things more often if you don’t write them down, or need
to read things a few times before they stick. You may have more difficulty
concentrating, trouble finding the right words to use, or you may become
quickly frustrated.

Can you still take an active role in your treatment? Yes. Many people
with mental illness experience similar cognitive difficulties. These aren’t
the same as youd see in dementia. These challenges won’t keep you from
taking the meaningful steps to improve your mental health care that we’ll
cover in this book. You'll also find these symptoms usually improve as your
underlying illness improves.

Friends and Family

Many people with mental illness are fortunate to have people in their life
who support them. If youre one of those supporters, this book is for you,
too. You will better appreciate what those close to you are experiencing.
You'll learn how to work the system to better advocate for them. You’'ll also
be better able to help them as they go to appointments, work with treatment
providers, or experience setbacks. Mental health is truly a team sport.

In return, we beg your indulgence on one matter. We've chosen to write
as if were directly addressing people who require help with their mental
health. We do not want to exclude you, given the invaluable help you pro-
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vide, but wanted to save you (and everyone else) from some horribly con-
voluted writing.

Healthcare Professionals

Many healthcare professionals will also benefit from this book. If you work
in healthcare, you've seen how mental illness affects all areas of your patients’
lives. You've advocated on their behalf, trying to find help for their mental
illness, only to face bureaucratic roadblocks and frustration. You may have
even borne the brunt of their confusion or suffering, spending more time
with them than the mental health specialist they see.

This book will help you better support your patients. If you're a family
doctor, psychiatric nurse, psychologist, social worker or other mental health
provider, you'll find it a good review of many topics and an introduction to
areas you're less familiar with. You may even find some new and updated
information. You'll also gain a fresh appreciation for the decision-making
processes of other mental health professionals you work with each day.

As noted above, for clarity, this book speaks directly to those experienc-
ing mental health challenges. We're not ignoring you!

Location, Location, Location

Finally, a quick note about where you live. While our direct experience is
in Canada, we're mindful of the very significant differences between health
systems in various jurisdictions. We draw examples from Canada, the USA,
the UK, and elsewhere. The bulk of the book applies equally to people from
any location, even if some fine details vary.

(Speaking of location, American readers should note that spelling fol-
lows the Canadian variant, e.g., “behaviour” versus “behavior.)

Except for the minority with an excess of money or influence, most peo-
ple run into difficulties obtaining the mental health care they need. The
reasons may vary based on how health systems are organized, funded, or
accessed. Problems include long waiting lists due to a shortage of special-
ists, inability to pay, or restrictions on what insurance companies will cover.
You've still got to make the most of what you’ve got.

Besides, while health systems vary, mental illness and how it’s treated is
pretty much the same wherever you go.

Let’s get started.
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Introduction

You've been distressed for months. You're frequently missing work and have
lost touch with friends. Youre becoming more withdrawn and skeptical
about the future.

You've finally worked up the nerve to talk to a professional. You hope
they might have a solution. Whether right after the first appointment or
months down the road, you've realized you're not only still unwell, but more
confused, desperate, and angry. You've lost hope that there is a solution and
don’t know where to turn.

Far too many people have this experience, particularly those seeking
help for mental health problems for the first time. The mental health system
makes it difficult for people to get the help they need. It’s hard enough find-
ing the right person willing to spend the time to listen to your problems, let
alone someone who is able to help you fix them. You may waste time trying
treatments that make you worse instead of better and miss those solutions
likely to help.

It doesn’t have to be that way. Part of the problem is that nobody tells you
what the process of getting better looks like when you have a mental illness.
How long should it take? What do the treatments do? The information that’s
out there is often piecemeal and scattered. It rarely reflects the practical
realities of finding care. How then can you even tell the difference between
good care and bad care?

All you know is you're not getting better. And you don’t know how to
fix it.
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2 / 1.Introduction

Take Control

You may be on a lengthy waiting list to see a professional. You may be going
in circles with one or more treatment providers who seem to be fresh out of
new ideas. You may feel abandoned and not sure where to turn next. Being
on a waiting list isn’t care. Neither is hoping for inspiration to strike. You
have an important choice to make.

You can continue passively doing things as you have been. You can peri-
odically raise your mental health concerns with your family doctor or other
professional, hoping for a different response. If you've been referred to a
psychiatrist or mental health clinic, you can sit back and wait until you're
seen there. Your doctors are the experts. If there was something else you
should be doing, they would have told you to do it.

Or you can learn and empower yourself. Get the best possible care you
can within the system. You can work with your family doctor or another
provider to move forward instead of waiting. Sometimes, a gentle nudge in
the right direction is all it takes. You can learn to play a more active and
productive role in your own care.

In other words, you can help bridge the gap between the sad reality of
the mental health system and the comprehensive care you need.

The Sad Reality of Mental Health Care

To improve your care, you need to first understand what isn’t working. Peo-
ple talk about a mental health system. In reality, it’s less a system and more
an uncoordinated patchwork of independent entities.

A true system would behave like an organization, with clear roles, re-
sponsibilities, processes, and procedures assigned to each part. Most impor-
tantly, there would be a map that ties each piece into an integrated whole.
Despite the size and bureaucracy of many organizations that provide men-
tal health care, groups inside and outside organizations rarely coordinate
smoothly. Patients don't interact with a unified, coherent system.

Instead, providers move in different directions. Each sees itself in iso-
lation, doing what they think they should be doing. There’s no clear global
accountability for results.

How can this affect you? After only a short time, if youre like most
people, you'll find

« multiple, confusing entry points to access care;
o care not provided by the most appropriate providers;

o treatments often unhelpful or worse;
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Comprehensive Care / 3

« standard of care for treatments often not met;
 poor communication between providers; and
« no progress tracking, resulting in being lost or stuck

To put it more simply, no one person is responsible for ensuring you get
the care you actually need.

Comprehensive Care

If you want to do things differently, it helps to know what youre trying to
accomplish. Even if you're taking on some of the work yourself, try to pic-
ture what a sensible patient-centred mental health care system would look
like:
1. Youd know where to go to ask for help, and if that wasn't the right
place, youd quickly find your way to the right place.

2. Youd be properly diagnosed by a trained professional within a rea-
sonable timeframe (i.e., days or weeks).

3. Youd know the plan to treat your illness, and youd regularly check to
make sure the plan is working. If not, the plan changes.

4. Youd involve the right professionals or resources as needed. All mem-
bers of your care team would communicate with you and one another.
Everyone shares the same view of your overall treatment plan, even if
each person is responsible for only a particular part.

5. Nothing would be missed. If you became stuck or lost, youd get back
on track. All treatment would be appropriate to your needs.

We refer to this as comprehensive care, where all the necessary pieces are
accounted for as part of a unified whole.

The Plan

What does taking a more active role in your treatment look like? It doesn’t
mean you're going to replace your doctors or other treatment providers—far
fromit. You're going to learn to work with them, even to do some things they
can’t. Together, as a team, you can get closer to achieving comprehensive
mental health care.

To accomplish this, we'll help you do several things:

1. Demystify mental illness. A basic understanding of mental illness is
the starting point. We'll try to clear up some common misconceptions
and bring to light the most salient aspects of mental illness.
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Understand the mental health system. Understanding some of the key
pieces, the priorities, and the failures in the system will help you make
the most of it and avoid frustration.

. Communicate. You’ll learn how to benefit from interviews with men-

tal health providers, ensuring treatment decisions are based on the
most accurate, important, and relevant information.

Engage with professionals. You'll learn how to access and productively
work with a variety of treatment providers, not only counsellors, psy-
chologists, and psychiatrists, but especially family doctors.

. Understand treatment options. Knowing what different options are

available and how they work allows you to suggest alternatives and
maximize the effect of reccommended treatments.

Manage treatment. Instructions, ideas, and opinions may come at you
from many directions. Capturing them, organizing them, and sharing
them with everyone involved can help increase collaboration, avoid
missing essential steps, track progress, and speed up the entire pro-
cess. We'll describe a tool called a living treatment plan that can help
you with exactly that.

We didn’t say this would be easy. You will have to learn a few things, but

in a very focused and directed way. On the plus side, while mental health
professionals have to learn a lot of things to help a lot of people, you will
only need to learn enough to help you. And while all this research, commu-
nicating, and managing will take a bit of time, you’re only doing it for one
person.

Using This Book
This book is divided into three parts:

1. A Primer on Mental Illness. The first part will quickly run through

the basics of mental illness. What is a mental illness? What causes
it? How is one person’s mental illness different from someone else’s?
How is a mental illness diagnosed? You'll also get a very high-level
picture of the mental health system, the people in it, and some of its
challenges. Depending on what you know to start with, you may want
to quickly skim through this part.

Navigating Your Care. The second part will help you take a more active
role in your own treatment. This is the core of the book. You'll learn
what to expect, the questions to ask, and the many things you can do
to make the whole process work to your advantage. You'll learn to
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work and communicate effectively with doctors and others, helping
them, and helping you. We'll touch on waiting lists, interviews, find-
ing reliable health information, and keeping track of the big picture
in a living treatment plan. This part will teach you what you need to
become a full partner in your own treatment.

3. Treatments. Finally, the last part will introduce you to the wide range
of treatments that can help with your mental illness. Yes, we'll talk
about medications and therapy. You’ll learn what antidepressants do
and what makes one different from another. You’ll learn about differ-
ent psychotherapies, what they’re used for, and how to find the right
provider. You'll also learn about many other things that can improve
or worsen your mental health: vitamins, supplements, exercise, caf-
feine, cannabis, and diet, to name just a few. There’s a lot here, so
you'll probably focus on only one or two parts at a time. It’s the place
to go when looking for ideas to bring forward or learning about treat-
ments others suggest.

Each chapter is broken up into small sections, which should make it eas-
ier to skim over some parts and spend more time on other portions that you
feel better suit your needs. To the extent possible, we've tried to minimize
situations where you need to have a good understanding of the material in
an earlier chapter to make sense of later material.

(i

Throughout the book, you'll find pockets of extra information that go
into a bit more detail or help provide a deeper understanding of a topic.
You'll be able to spot them because they're set off a bit from the rest of the
book. This paragraph is an example of how they are formatted. These are
optional. You can skip them entirely and you won't be missing anything crit-
ical that you'll need later. 0

You'll also find footnoted material collected at the end of the book. It
will often point you to various articles, books, or websites that delve much
further into a very specific topic. These include research on the effectiveness
of different treatments.
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Crucial Warning

We cannot emphasize enough how important it is for you to make changes
to your medical or mental health treatment only in conjunction with your
family doctor or other mental health professional.

We firmly believe in taking an interest in and accepting responsibility
for your own healthcare. But you also should respect that you don’t have
the years of education and experience, or the perspective of trained profes-
sionals who have devoted their careers to this.

Mental illness can sometimes look simple, but it’s not. For example,
there’s a big difference between feeling down and having clinical depres-
sion. Your brain is a complicated organ, intimately tied in with other body
systems in a complex feedback loop. Making treatment decisions has con-
sequences for your mental and physical health. Your doctor, in particular,
has the background and training to anticipate and recognize those conse-
quences.

While you will learn a lot about some of the causes and treatments of
mental illness in this book, it only just scratches the surface. It's not a substi-
tute for the expertise and judgment of professionals. Remember that mental
illness can sometimes impair your judgment or cognition. Discuss, debate,
challenge, agree, or disagree, but never make actual changes on your own.

The Payoff

All the effort you put into this will pay off. You’ll be able to collaboratively
come up with an effective treatment plan for your mental health concerns.
You'll feel better faster. You'll get your life back more quickly. If you're on a
waiting list to see a psychiatrist, your family doctor would like nothing more
than to cancel the referral because it’s no longer needed. The psychiatrist and
the other people on their waiting list probably wouldn’t mind either.

Evenif you don't find a perfect solution, you’ll certainly be further ahead
than when you started. And knowing what hasn’t worked will be valuable
information to help the next professional you see find the right treatment
for you. You’'ll also be a lot better informed and able to actively collaborate
with your treatment providers.
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