Patient Experience Journey Map
The Addiction Policy Forum Patient Journey Map represents a common set of moments that individuals in treatment and recovery from a substance use disorder experience. While this map does not represent
what happens to every individual who engages in treatment for addiction and recovery support, it highlights common elements and bright spots and pain points in accessing care and finding and maintaining
long-term recovery. Quotes from patients are included to illustrate the salience of the moment. Common threads and insights are also provided, which can guide practitioners and leaders in the improvement of
care and patient outcomes for individuals with a substance use disorder.

Onset & Progression

Phase

Average Initiation of Substance Use is
14 years old

Common
Threads

The earliest age of first use reported was 5
years old; the latest was 19.

85% Report Family History of SUD
85% report a family history of substance use
disorders. Patients report an average of 2
previous generations of SUD history.

Journey
Details

Trigger Events
Patients report multiple trigger events with the most prevalent reason
for engaging in treatment being tired/wanting change (87%), followed
by health reasons (35%), pressure from loved ones (23%),
parenting/custody concerns (22%), and pressure from the criminal
justice system (20%).

Tired/
Want
Change

Health
Reasons/
Injury

Care Begins

Getting Help

Pressure
from Loved
Ones

Parenting/
Custody

Poor treatment access was a common experience among participants
who experienced systemic barriers to addiction care, including high
levels of stigma (32%); the complexity of navigating the substance use
disorders care system (25%); wait times (20%); the high costs of
treatment (8%); red tape payer policies such as fail first and prior
authorization (7%); and transportation difficulties (5%).

Looked for
Treatment
Directly

Talked to a
Loved
One/Friend

Looked for
Support
Group

"I researched
the
methadone
clinic and
decided that
that was
probably what
I needed to
do."

"I reached out
to my
probation
officer and said
I need help and
he put me into
a residential
treatment
center."

"I went to a ton
of meetings, I
went
to three
Pressure
meetings a
from Loved
day, or more,
Ones
just
completely
immersed
myself in the
recovery
community".

Talked to
Mental Health
Professional

Direct engagement with a specialized treatment
provider was the most often utilized first point of
contact to find help (37%), followed by hospital or
emergency room (20%), doctors (15%), mental health
provider/counselor (7%), and criminal justice agencies
(3%).

Treatment
Facility First
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Co-Occurring
Disorders
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Trauma
Experienced
During Active
Addiction

Ongoing Support

Treatment & Recovery

Lifestyle Changes

On average, patients utilized four different services for treatment and recovery support,
not a single treatment or intervention. Services accessed were support groups (88%),
counseling/mental health treatment (57%), intensive outpatient treatment programs
(52%), followed by residential programs (37%), aftercare programs (30%), medications
for addiction treatment (28%), sober living (22%), and faith-based programs (12%).

Common lifestyle modifications include avoidance of high-risk people, places, and things
(42%), changing friends (40%), becoming honest open minded and accountable (25%), selfcare such as exercise, nutrition, and sleep (23%), and developing a consistent routine (13%).

Counseling/
Mental
Health

Intensive
Outpatient
Program

Medications
for Addiction
Treatment

"Another bright
spot was the
camaraderie of
the program,
that was really
amazing to me, I
was so shocked
to see all the
people in there,
I never had any
idea."

"It took
someone like
that therapist
that never
gave up on
me, that kept
working with
me... to reel
me back into
realities."

"Intensive
outpatient…
you really
learn about
the disease.
You see a lot
of people that
are struggling."

"They got me
into the
methadone
clinic. So then, I
had a
counselor at
the methadone
clinic, my case
manager, and
my recovery
coach."

Support
Groups

Aftercare
Program

Avoiding
Risky People,
Places, and
Things

Selfcare:
Exercise,
Nutrition,
Sleep

New
Friends

Honesty
and
Accountability

"I had to be
honest with
myself and my
family about
my addiction,
because I kept
that a secret
for a long time.
I had to let
them in."

"I started
changing my
health. I
started working
out more often
and eating
better. Just
kind of taking
care of myself."

Being Present
in Life Again

Physically
Healthier

"It was
appreciating
things that I
didn't
appreciate for a
long time,
things like
being outside
and the nice
weather and
hearing the
birds singing..."

"I feel like the
changes that I
made were just
kind of selfcare as far as
like going to
therapy...eating
healthy, doing
exercise, you
know, taking
care of myself
talking to a
sponsor, doing
step work."

Routine/
Management
Plan

On average patients utilize three services for
ongoing support. The most common services
were support groups (67%), family and friends
(55%), volunteer and service work (38%), and
mental health/counseling (22%).

Support
Groups

Volunteering & Mental Health/
Counseling
Community
Service

Polysubstance Use Prevalent
"I just was
desperate I
didn't want to
use anything
anymore, I was
tired."

Nearly 1 out of 4 respondents report a primary
polysubstance use disorder while 98% report
using multiple substances during active
addiction, with an average of 6 different
substances used.

Childhood Trauma Significant Risk Factor
90% experienced adverse childhood events
with an average ACEs score of 4.3, while 47% of
patients reporting an ACEs score of 5 or higher.
Over 83% experienced household dysfunction,
78% experienced abuse, and 55% suffered from
neglect.

Bright
Spots

Hospitalization
78% of patients were hospitalized due to their
SUD, most commonly for injuries, infections,
overdose, suicide attempt/self-harm, and car
accidents.

Justice Involvement
70% of patients report justice involvement.
63% experienced incarceration and 35%
participated in a diversion program, such as
drug court.

Pain
Points

Overdose
17% of patients have experienced an
overdose.

Suicide
23% of patients report suicide attempts or
suicidal ideation.

"I was doing
like over three
grams a day by
myself and I
was still sick all
the time in
withdrawal, no
matter how
much I did."

"[My Dad's
friend] told me
you
don't
Pressure
always
to
fromhave
Loved
live like this
Ones
and it kind of
planted the
seed, that's all
he said to me."

"I wanted to
reunify with
my children,
and I was sick
and tired of
being sick and
tired."

"I went to see
the therapist
and they put
me in the
hospital."

Previous
experiences
and treatment
episodes guide
the first contact
and research
conducted by
patients when
selecting
treatment.

Relief

Hope for
Change

Encouragement
from Others

Friends/Family in
Recovery

Not Alone

Smooth
Transition

Finding a
Community

Friendly,
Engaging Staff

Employment/
Housing

Peers/Recovery
Coaches

Positive Social
Connections

Helpful
Clinicians

New Tools and
Skills

Learning about
the Disease

"I didn't want to
be separated
from my
daughter again
and risk that
being the cycle
of her seeing
me in and out of
prison all
throughout her
life."

"It was just like
relief -- I'm
finally going to
go do this."

"Knowing that I
was turning a
Pressure
new
leaf and
from Loved
knowing
that IOnes
was going from
a very negative
outlook and
existence to
looking forward
to a very
positive one."

"My pastor
called. When I
told him I was
going to get
help and he
was like I'm
glad you did
that. But that
was the only
bright spot."

"Well, my
brother was in
recovery, so I at
least knew
someone and
didn't
completely feel
alone at that
point."

"I was no
longer alone,
because I was
in a group
setting, so the
loneliness
dissipated."

"After the
assessment I
didn't have to
wait a very long
time. I think
there was a
sense of relief if
that makes
sense."

"I started
realizing that
there's a lot of
people in my
community
who are sober."

"So there were
people along
the way that
were just kind,
and sometimes
that was all it
took."

"I mean, I had a
roof over my
head. And I had
a part time job.
And I had the
support of my
family."

“I think, for me,
what kind of
helped was the
gentleman that
I met at that
treatment
Center
door...and he
shared his
experience with
me. I identified
with him."

"The social
aspect of it
because your
first couple of
years of recovery
can be lonely
because
everyone you
know you had to
cut out of your
life."

"The counselors
call and check
on you. The
doctor calls and
checks on you,
even though it's
not as often, but
yearly he calls to
see how you're
doing "

"You just learn
how to deal
with it, the tools
that can help
you to stay
sober."

"It was amazing...
You realize
you're not alone
and you realize
that it's, it really
is a disease, and
that you don't
have to do it
alone."

Isolation

Shame

Lost
Relationships

Fear

Waiting for
Access

Withdrawal
Symptoms

Not Finding
Help

Navigating
Insurance

Difficulty
Repeating History

Isolation

Feeling
Stigmatized

Hard Work/
Difficulty

Cutting out
Friends/Old
Network

Transportation
Challenges

"I was in jail, I
was away from
my kids, it was
scary."

"Just so much
shame. The
word doesn't
even
encapsulate
what that feels
like you know. I
had utter
hatred for
myself."

"I lost all my
family, I had
nothing
to my
Pressure
name
fromanymore,
Loved Ones
I finally realized
the people that
I was with did
not care about
me in the least
bit. Yeah, I had
nothing."

"Not knowing if I
could do it, or
like what my life
would be like, if I
entered
recovery."

“So in my
experience, I
was not able to
get help when I
needed it or
when I asked
for it, begged
for it.”

“I found it to be
difficult
navigating the
insurance. And
there wasn't a
lot of choices,
there wasn't
enough beds."

"The reliving my
bottom, having
to constantly rediscuss it ...was
probably the
roughest point
of the
assessments."

"Well, I definitely
felt stigma, I
definitely felt [the
assessment] was
long, it was way
too many
questions, it was
like being
interrogated. I just
didn't have the
mental capacity to
endure that at
that time because
I felt so defeated
and beat up and
ashamed and
guilty."

Managing
Shame/Self
Stigma

"It was hard and
a lot of work, I
mean just the
honesty that's
required and
being honest
with myself. I
had a problem,
but really
confronting it
doing
something
about it was
what's difficult."

"Facing the past,
walking through
the things...
overcoming my
identity and how
I saw myself and
pushing through
those things
were very
painful, it still is
every day."

"The most painful
thing in the
beginning, was
that I lost people
I thought were
very close to me
and really cared
about me. So the
painfulness was
the realization
that drugs are
what bound me
to a lot of
people."

"Riding the busI had to take
two buses to
get there.
Sometimes, it
was a long day
to go to work
and then go to
treatment and
sometimes I
was super
tired."

"The wait, the
wait time is
long. I was in
withdrawal, so
the desire to
leave and go,
you know get
well, was really
strong."

"It was very
difficult, the
withdrawing and
not being able
to use because I
couldn't [take a]
hit."

Damaged Relationships
Financial Problems

Homelessness

Insights

Trauma often
experienced
during
active
Pressure
addiction,
from Loved
including
Ones
physical
violence and
sexual assault.

Children &
Family

Problems Caused by SUD

Personality Changed

67% have a cooccurring
mental health
disorder.
Depression,
anxiety disorder,
and bipolar
disorder are the
most common
diagnoses.

On average, patient shared three separate trigger events that
contributed to engaging in treatment, a cluster of events that constitute
the Aha moment. The events weren't necessarily close in timing, but
represented meaningful moments for the patient.

The accessing help phase is often identified by patients as extremely
painful, disorganized and difficult. Previous treatment and recovery
experiences, along with recommendations from friends, family and a
person's network frequently form the basis for the treatment
pathway selected.

"I still was living
in my car. And I
really thought
that by signing
myself into
treatment that
[my parents]
would let me
come home and
that didn't
happen."

Repetitive assessments and interviews during the
care phase were a consistent difficulty among
patients with reports of feeling triggered and
interrogated. Patients also questioned the utility of
multiple interviews and the coordination of
providers.

"Our aftercare
program is two
years, so you
get to know
people...it
provided a
sense of
community or
a support
system."

"Well I moved,
out of state,
changed my
people, places
and things,
changed
routine and
old habits,
changed things
that I did in my
spare time."

"I had to
change the
people that I
associated
with and talk
to in my life, I
literally had to
move away
from my home
to get sober."

Peer/Recovery
Coach

Reunited with
Children/Family

Friendships/
Support Network

Feeling Happy
Again

"My counselor
for sure at
treatment, she
was actually in
recovery herself
and she really
helped me."

"Just being
clean again,
having goals
again, being
around people
that I loved and
that loved me
was really
healing. Just
being clean, just
delicious, it's
wonderful."

"Sense of
belonging,
getting to know
a good group
of people or
community."

"Finding joy and
the excitement
to know that I
do have a
purpose and
the possibilities
are infinite."

Unhelpful
Home/Work
Environment
"I was in
intensive
outpatient so it
was difficult to be
going home or
working in an
environment
where you know,
drugs and
alcohol were
present, you
know. So that
was challenging,
just feeling
triggered."

Patients report that previous treatment episodes provided a foundation for treatment
and recovery success. Rather than viewing previous episodes as failures, the skills and
tools learned accumulated over time. Patient feedback also shows the need for layered
interventions across three critical domains: 1) biological, or physical health, 2)
psychological, and 3) social.

Sadness/
Depression
"Man I dealt with
a lot of mental
health stuff...like
severe
depression and
suicidal
thoughts and
stuff like that. It
wasn't pleasant
at all."

Triggers:
People, Places
& Things
"Knowing people,
places and things
were a huge part
of my recovery,
as well as
knowing that if I
wanted to be in
recovery and stay
in recovery, I had
to cut a lot of
people out of my
life and make
better choices."

Difficulty
Making
Amends
"Dealing with the
consequences of
things that I did
in my addiction
and cleaning up
the mess that I
made. The trust
within my housemy family didn't
trust me at all."

Trouble
Sleeping
"I couldn't sleep
anymore, I was so
uncomfortable. I
remember just
kicking around in
my bed for hours
and hours and
hours, and that
was really
painful."

"Finding some
kind of
routine, that
was hard. "

MAT
Stigma
"I guess stigma
from other
people for
being on a MAT.
I went to my
family doctor
and they
wouldn't even
entertain
anything else
other than
getting off the
methadone."

Patients share that the things encountered every day play a critical role in supporting or
hampering recovery. Building a positive, supportive social network is a dominant feature of
successful recovery, along with avoiding individuals, places and other triggers that present
memory and physical cues to resuming substance use (i.e. using friends, bars, parties,
concerts, boredom.) The exact constellation of triggers is unique to each patient.

"I actually
enjoy going to
my
meetings
Pressure
now, they're a
from Loved
part of my day,
I Ones
go to
meetings every
day,"

Having a Full
Life

"I have full
custody of my
daughter...I
bought a house,
I'm gainfully
employed, I can
drive a vehicle
legally....friends,
family."

Health
Consequences
"I don't want to
be a heart
patient, I don't
want to be
limited on
anything. But
those are the
choices I made
in my addiction."

"I go every
month back to
the homeless
shelter. That's
one of my
biggest joys...
getting to share
my inspiration
with other
people."

Feeling of
Accomplishment

"This feeling of
worth and a
feeling of
accomplishme
nt for what I've
done...it makes
you feel good
about
yourself."

COVID

"Challenges
include
obviously the
COVID thing. I
don't want to
go to meetings
in person,
because the
people that are
in person don't
seem to care
about COVID."

"So my
therapist is
huge in my
recovery."

Healthy
Relationships
"Restoration
with my oldest
daughter, just
closer
relationship with
my dad and
youngest
daughter, just
an overall
feeling of relief
and health and
gratitude."

Limited Access
to Services

"In this rural
area I'm finding
support groups
are very limited
and if you're a
multiple
pathway person
it's even more
limited."

Patients sustain ongoing support specific to their
needs for years or even decades. Family/friends,
service to others and support group attendance
are the most significant components identified by
patients.

