Learning from patients’ experiences
for better culture, health, and care

Rachel Grob, Ph.D

Carjtar for Paiant Parinarsmios

Daezirirnaric of Farmlily Madicina zne Comnrnurity Flezfir)
Univarsity of Wiseonsin-=Ylzeisor)

December 74 2016

National Academy o Medicine
[leadership  Consertiumsfor a Value & Science-Driven HealthrSystem
Care Culture and Decision=making| Innevation Collaborative a




g Patients’

Better Heglisg
Outcomes

dvocacy
nal Educatic

/Policy




Potential Contributions te the Eramework

5 Rigerous gualitative  approach tor patient EXPERENCE FESEarch
1 Ininlovation o uUrdersiandine) oraferereas, valias, and cjozlls”

s POWEr ol IntErNet=Dased’ patient Experience: nakkatives to
Improyve health

1 [pnlovetiorn) on conrlactiorns, gricigarant, dacisiors
s ElICIGNG anadampliiving little=-heard VeICes
1 Irirlovetion o) anlcjzicjaren]



SOUNDING BOARD

Taking Patients’ Narratives about Clinicians from Anecdote

to Science

Mark Schlesinger, Ph.D., Rachel Grob, Ph.D., Dale Shaller, M.P.A., Steven C. Martino, Ph.D.,
Andrew M. Parker, Ph.D., Melissa L. Finucane, Ph.D., Jennifer L. Cerully, Ph.D.,
and Lise Rybowski, M.B.A.

n Definition off Ager In the move fom anecdote
LO)SCIENCE:

. Sampling
. Elicitation
. IRterpretation




Gaps in Engagement Framework

ontinuum of engagement
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® O Health Experiences Research Network

healthexperiencesusa.org

Partnership between University of Wisconsin, Johns
Hopkins University,
Oregon Health & Science University, and Yale University.
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Personal Narratives

ealthExperiencesUsa.org

brings patients' voices to

American health care.
We seek to describe the widest
possible range of individual
experiences from the patient's
point of view.
HealthExperiencesUsa.org is a non-
commercial, non-profit group, part of
an international movement (DIPEx
International) to provide a place for

sharing patients' stories. 5
A1

“Personal accounts of the experience of iliness provide a particularly potent form of narrative, and one that becomes all the more
striking when the reader shares a diagnosis with the author."
—DIPEX International
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Young adulthood: A critical time of
change




Our Recruitment Flyer

TELL YOUR
STORY
TO HELP
OTHERS.
FEEL LESS
ALONE.

As part of a new project, researchers in the Department of Family
Medicine at the University of Wisconsin are trying to find young

adults (ages 18-29) interested in sharing their experiences of having
depression. The project’s goal is to create a module on a website
with information for individuals and their caregivers about others’
personal experiences living with depression. You will be
compensated $25 for participating. Please call or contact us via text
(608-285-2078) or email (healthtalkus@gmail.com) if you are
interested.

Call or Text: 608-265-2078
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Young Adults’ Experiences of Depression in the U.S.

Topics

Overview

» First experiences with
depression (2)

» Living with depression (19)

» Getting help: seeking
assistance and treatment (5)

» Helping yourseif: support, self-

care, and feeling better (7)

» Messages to others (2)

People's Profiles Resources & Information Credits
Next Topic »
o =1
Overview S =

In this section you can find out about experiences young adults
ages 18 - 29 have with depression by seeing, hearing and reading
personal stories they shared with us. Our researchers travelled fo
several regions and many different communities throughout the
United States to talk to 38 young people in their own homes or
community settings. Find out what people said about issues such
as growing up in the shadow of depression, dealing with
combinations of depression and anxiety, deciding whether and
when to “go public” with their condition, and finding strategies for
everyday life or how to maintain hope as they cope with
depression.

The young people who shared their stories did so for varied
reasons. Their voices and personal experiences differed. But they
shared a belief that speaking up and felling their stories would
matter — both to themselves and to others.

Young adults and depression.in US

L N

EXPERIENCES
OF DEPRESSION

IN U.S.
YOUNG ADULTS
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Overview

b First experiences with
depression (2)

» Living with depression (19)
» Getting help: seeking
assistance and treatment (5)

b Helping yourseif: support, seif-
care, and feeling better (7)

» Messages to others (2)
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Young Adulits’ Experiences of Depression in the U.S.

Topics C’eoo!e s Prof&!es)

Resources & Information Credits

» Menage 18-20 (3)

» Women age 18-20 (5)

> Men 21-24 (6)

» Women 21-24 (8)

» Men 25 and over (7)

v Women 25 and over (9)
Whitney

Tia

Shayne

Sara

Sally

Myra

Maya

Julia

Elizabeth

Women 25 and over

Whitney

Whitney, 29, was diagnosed
atage 9, and later with bi-
polar disorder. Family and
school...

Tla

Tia, 28, was shy and
embarrassed about having
no father. She masks her
depression and...

Shayne

Shayne, age 27, began to
experience depression in
high school. Other mental
health issues...

Sara

Sara, age 26, experienced
depression beginning in
middle school and was
diagnosed with...

Sally

Sally's depression began
when she was a teenager
and her parents separated.
She continues...

Myra

Myra (age 27), as a child
was abused and bullied by
peers, but her parents did
not believe...

Maya

Maya (age 27) grew up in an
emotionally abusive family
and was diagnosed at age
16.. She...

Elizabeth

Elizabeth was a sensitive
child. She was diagnosed
with depression and an
eating disorder...

Julla

Julia, age 25, first noticed
depression symptoms at age
14 and was diagnosed in
college....
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Depression, medication, and treatment choices

Youn ults’ Experiences of Depression in the U.S.

Topics

Overview

People's Profiles Resources & Information Credits

4 Previous Topic Next Topic »

» First experiences with
depression (2)

Depression, medication, and treatment cholces B oS =

» Living with depression (19)

w Getting help: seeking
assistance and treatment (5)

Getting professional help for
depression

Therapy and counseling

Depression, medication, and
treatment choices

Depression treatment in emergency

rooms and hospitals

Holistic and integrative approaches

to depression

» Helping yourseif: support, seif-

care, and feeling better (7)

People with depression may choose to take prescribed medications to help with depression symptoms.
Some people we interviewed managed their depression with medication alone. Others used medication
in combination with therapy, lifestyle changes and/or holistic and integrative treatments. Some did not
use medication at all and only used other approaches to manage their depression. The ways that
people manage their depression can change over time. Many people we interviewed described
changing their thinking about medication — some growing more favorable, others less so — in response
to personal experiences and growing self-knowledge. (For more about approaches to depression other
than medication please see ‘Therapy and counseling’, ‘Depression and strategies for everyday life' and
‘Holistic and integrative approaches to depression’.)

of- Now Playing view profile

Crystal discusses the complexity
of mental illness and different
treatment approaches including

» Messages to others (2)

medication.




[DEpression), medication, and treatment CReICES

AN .

100 Meghan talks about wanting
alp medication and having

- ' difficulty getting it.

Natasha discusses the process
of talking with her doctor
about how she was feeling on
medication in order to find the
medication that worked best
for her.




[DEpPrESsIon, Medication, and treatment: CAeICES

Violet says medication helped
her feel better than she had in
her entire life.

Joey discusses how
medications caused a creative
block for him.
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Young Adults’ Experiences of Depression in the U.S.

Topics People's Profiles Resources & Information Credits

Overview 4 Previous Topic Next Topic »

» First experiences with \ |Depresslon and peisl = ‘/: é

depression (2)

» Living with depression (19) Pets are an important source of company, em.pat'hy, joy. humor and love for most of the young adults
we interviewed. As Sierra Rose summarized, “animals are perfect. They love you no matter what. Like
» Getting help: seeking straight up everyone should own at least one animal." Many people also spoke about the importance of
assistance and treatment (5) being needed by their pets — “to have something to take care of," as Colin put it, “instead of needing
people to take care of me.” For some people, however, the responsibility of caring for a pet was too

v Heiping yourseif: support, seif- much during their current phase of life, and the anticipated loss of creatures with short life-spans could
care, and feeling better (7) also be a source of sadness.

HVI0G 3 BuTpose ikt Being loved and accepted
Building relationships that work

when depressed Many people we spoke to said their pets’ unconditional love and acceptance was “a huge factor in life”

— a sure way, as Devin put it, to “bring up my spirit... and put a smile on my face.” Several people
Depression and pets named cats or dogs as their “closest friends” growing up. Kate described her cat, who has moved with
her a number of times, as “one of the consistent things in my life,” adding “... even though | don't have
Depression and strategies for anybody to listen or hug, I have this one.” Sara said her cat would sleep with her, and she would
everyday life confide in him because he couldn't and “... wouldn't tell anything to anyone.”

Cycles of depression and Some people said that when they are depressed, the comfort of being with their pets can make it even
maintaining hope harder to get out of bed. out of the house, or into the company of other people. Others said their pets

Depression, spirituality, and faith motivated them to get outside, by making that experience more joyful.

Depression and healing

Jessages to others (2) W< Now Playing view profile




[Depression and pets

Sierra Rose says her cats are
the main reason she went to
the hospital for help when she
felt suicidal.

Julia says it's validating that
her pets love her
unconditionally. At the same
time, her desire to be with
them sometimes exacerbates
her tendency to isolate herself
from other people.




[DEpression and Pets

Jacob got a dog to cope with
his depression, but found it
was too hard to care for him
as needed. The cat he got
later requires less work and is
a better match.

Teri loved taking her dog
places in the car, even when
her depression was at its
Worst.
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BHAGIAGIRVOICES that Wolldnit beieard.
threugh other endagement: activities

For example, engaging quiet and diverse voices

... many of the most
important institutions of
contemporary life are
designed for those who
enjoy group projects and
high levels of
stimulation...”




.. and Helping Every: Voice be Heard

Amplifying patients’ voices

%




Maya

"One of the things that | wanted to share in this interview was the fact
that | think so often we are talking about depression and anxiety as
though it's only a negative . . . But you know, we all have these different
ranges. I'm a person when it comes to like, the analogy about a piano, |
play all the keys. | have very high highs and | have very low lows."




Natasha

"[Depression,] it's sort of always a journey, that's a cliche statement but
it's sort of a constant thing that you have to deal with . . . [it's] a journey
that I'm getting more comfortable with, like easier to navigate. | guess
my situation is really unique, coming from this super small place and
also being a queer person is interesting, | thought that would be a voice

that would be good to have."
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.....Lo lVoices
Young Adults' Experiences With Depression

young adults ‘ W\

across the AN =
United States shared i _

their stories about

o . N .l 2
See and hear these young adults
describe their experiences.
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