face- G a W/ W}? /m/

sssssssssssness
St i =

—>20A o2

= 1848



PAIN DEFINEL

FINDING YOUR VOICE

Finding Your Voice, a special program at the close of Day 1, featured pain advocates who have coped
with pain for much of their lives or serve as caregivers. Excerpts from the discussion about their lived
experience with pain are highlighted throughout the report. ’ ’

Copyright © 2020 by HealthyWomen. Suggested citation: Science, Innovation and Technology Summit: Chronic Pain in Women—Focus on Treatment,
Management and Barriers. 2020. HealthyWomen. View more information about the summit and about HealthyWomen, www.healthywomen.org.
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Executive Summary

"Pain is a very big deal It can kill you!
- Jeffrey Mogil, PhD, professor of psychology, McGill University

Chronic pain affects an estimated 100 million Americans, more than the total number who have been
diagnosed with diabetes, cancer and heart disease combined. The cost is astronomical: $630 billion,
nearly as high as the U.S. Department of Defense budget.*

The maijority of those living with chronic pain are women, with an estimated 50 million or more women
affected than men. Women are particularly vulnerable given the plethora of pain-related conditions
that only occur in women, such as endometriosis, interstitial cystitis and vulvodynia, among others. But
they are also significantly more likely than men to experience other pain-related conditions, including
chronic fatigue syndrome, fibromyalgia, temporomandibular disorders, osteoarthritis, rheumatoid ar-
thritis and migraine. Women are also more likely than men to have more than one pain condition at a
time. Yet, women’s pain is too often misdiagnosed, minimized and under- or inappropriately treated.*

The literature is rich with
descriptions of sex-related dif-
ferences in women’s response
to pain and pain medications.
For instance, studies find that
women get greater pain relief

Figure 1: Applying a Biopsychosocial Model to Pain Treatment and
Management Among Women
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Treating women’s pain is com-
plicated by the heterogenous
contributors to the condition.
The biopsychosocial model of
pain highlights this challenge.
(Figure 1.)
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Despite overwhelming evidence of sex-related differences when it comes to chronic pain experience
and treatment, this knowledge has yet to be integrated into clinical practice or fully embraced in clini-
cal trials or even basic research.

In July 2019, HealthyWomen convened a two-day, multi-stakeholder meeting to identify knowledge
gaps and challenges in treating and managing chronic pain in women: Science, Innovation and Tech-
nology Summit: Chronic Pain in Women—Focus on Treatment, Management and Barriers. The goal
was to advance and elevate the current dialogue on effectively treating and managing chronic pain in
women by addressing the numerous disparities, sex differences and stigma associated with chronic
pain in women. Clinical professionals, researchers and policymakers, as well as representatives from
federal agencies, industry, nonprofit organizations and advocacy groups attended, including several
women who have been living with chronic pain for decades.

Science, Innovation and Technology Summit:
Chronic Pain in Women



The objectives of the summit were to:

Educate stakeholders about gaps in knowledge
and research, policy and practice related to pain
management in women.

Identify key strategies for addressing these gaps.

Begin to build a roadmap of best practices in the
area of pain management for women.

Address barriers to care that women and their
caregivers experience.

Identify potential partnerships and collaborative
projects to improve the quality of care provided to
women living with chronic pain.

HealthyWomen Chronic Pain Survey

In preparation for this summit, HealthyWomen
surveyed 1,004 women with chronic pain about
the effect of pain on their quality of life. Nearly
all surveyed (95 percent) reported that pain
impacted their ability to live a full life. More than
half (52 percent) said that pain interfered with
their sleep, and more than a third said that they
felt hopeless about their pain and inadequately
treated by their providers.

In addition, nearly 40 percent of those surveyed
reported challenges accessing care, finding infor-
mation, scheduling appointments and navigating
complex health care systems in order to deal with
their pain-related conditions.*

The resulting presentations and discussions are
highlighted in this report. Key findings and recommen-
dations included the need for:

B Comprehensive education of physicians and other
health care providers, as well as the general public
and patients, about chronic pain in women.

B Efforts to reduce the stigma surrounding chronic
pain.

B Greater integration of sex and gender differences
into pain research and clinical practice.

B Greater understanding of the psychosocial aspects
of pain in women, including coexisting mental
health conditions and past history of violence and
abuse.

B Increased understanding of sex and gender
differences in response to pain medications.

B Improved inpatient and outpatient addiction
treatment for women that recognizes their unique
needs, including pregnancy and caregiving.

B Efforts to address racial and sex disparity.
B Improved methods of assessing pain.

B Greater access to pain specialists and integrative
approaches to pain management, including payer
coverage.

B Multidisciplinary approaches and multi-treatment
modalities for treating pain in women.

‘It is central to the unique issues women face in pain
management to understand the differences between
men and women with respect to pain sensitivity, response
to pain medication and predisposition to clinical pain

conditions!

- Draft Report on Pain Management Best Practices: Updates, Gaps, Inconsistencies and
Recommendations. U.S. Department of Health and Human Services

Science, Innovation and Technology Summit:
Chronic Pain in Women




KEYNOTE PRESENTATION

Chronic Pain in Women: A Transformative Journey

Anita Gupta, DO, PharmD, MPP

Professor, Rowan University School of Medicine

Senior Vice President, Heron Therapeutics

We must consider the unintended
consequences of not considering sex
and gender in medicine and research.,

- Anita Gupta, DO, PharmD, MPP, Professor, Rowan
University School of Medicine

Dr. Gupta’s own experience with a rare medical condition
and the pain it engendered forever changed how she
interacted with her patients, she said. “| had spent years
managing individuals who were experiencing chronic pain,
| had taught medical students to assess and manage pain
in others, and while | always took a compassionate ap-
proach, | have to tell you, it is much, much different when
you're faced with your own health crisis.”

“I truly became a doctor once | became a patient.”

The experience also taught her that the primary tenet of
treating pain is a human-to-human, compassionate con-
nection.

She then turned her attention to gender-related issues in
pain, noting growing evidence that the biological pathway
for female pain differs from males and is a root cause of the
variations seen in women'’s response to pain medications.

Other gender-related issues include the under-recognition
of opioid overdoses in women, particularly since women’s
roles as caregivers make it difficult to seek or complete
treatment, and differences in how doctors respond to
women in pain compared to men. “I had women come to
me in my pain clinic because they were seen by multiple
male physicians and they were looking for a female opin-
ion from a female physician.”

Despite the variety of effective treatments and physicians
who specialize in treating pain, women suffer unneces-
sarily from conditions such as back pain, postsurgical
pain and cancer pain. “It's not because they’re not being
treated,” she said. “It's because they’re not receiving the
right treatment.”

Science, Innovation and Technology Summit:
Chronic Pain in Women

“If females and males don’t define and respond to pain
the same way, should we be managing it the same way?

We must factor the whole women into our development of
pain treatments and how we use existing treatments,” she
said. “We must give women equal assessment of the right
treatment for their pain. We need to transform and begin to
identify which women are actually at risk for uncontrolled
pain and chronic pain.

I'm here to tell you that women are due for a pain-relief
payday.”

THE PATIENT RESPONSIBILITY

Dr. Gupta listed four things people with chronic pain condi-
tions should do:

B Take charge of your health. “| always tell my patients,
empower yourself.” Be active, be engaged with your
pain, with your doctors, with anyone who is willing to
listen.

B Be positive. Don’t let stigma, negative energy or
anyone pull you down. Positive thinking is a powerful
tool to overcome health circumstances.

B Reduce stressors in life. Learning how to deal with
stress in healthy ways can position anyone to cope
more effectively with chronic pain.

B Find an advocate. Reach out to others who are in the
same position, such as through a support group or
organization, who can understand your highs and lows.



OPEN PLENARY

Sex, Pain and Death

Jeffrey Mogil, PhD

Professor of Psychology, McGill University

Dr. Mogil opened his talk with a brief explanation of the
importance of pain: to avoid or minimize tissue damage.
Such acute pain is explainable, as is tonic pain, in which
pain lasts for hours and days for the injury to heal. “But
what about chronic pain that lasts for months to years to
potentially the rest of your life?” he asked. “That’s the great
clinical problem that we’ve all been trying to study and treat
for a long time, and, frankly, we're not doing very well.

The treatment of chronic pain is inconsistent at best, works
in only a minority of pain sufferers at any one time; is asso-
ciated with terrible side effects, and hasn’t changed much
in a long time.” In fact, he said, the only new thing in pain
research in the last century is the chance discovery that cer-
tain antidepressants and antiepileptic drugs are effective in
chronic pain.

“It is @ major problem that we can’'t do something about
what is, in fact, the most important clinical problem we
have,” Dr. Mogil said. (Figure 2.)

In addition, “It doesn’t matter how you measure it, and it
doesn’t matter what type of pain you're measuring, women
are more sensitive to pain than men.”®

And yet pain-related research has not taken that into
account. As late as 2015, he said, 80 percent of studies
published in the flagship journal in the field, Pain, featured
male rats or mice only in their studies. “That, of course, is
unacceptable and it leads to problems in the literature.”

However, the NIH Policy on the Inclusion of Women in Clini-
cal Research, which addressed sex as a biological variable
(SABV), implemented in 2016, requires that scientists

use both female and males animals and cell lines in their
research. “Since then, the floodgates have opened and all
kinds of people who are now using female animals for the
first time are finding big, robust sex differences,” he said.

For instance, his group discovered that spinal cord cells
called microglia, thought to play an important role in
chronic pain overall, are only important in male animals.

Figure 2: Pain Is the Most Important Clinical Problem

In female animals, immune cells
called T cells are critical.
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Global Burden of Disease
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Improvements in pain measurement
in humans and animals; a greater
understanding of the molecular con-
tents of cells; the ability to activate

(St. Sauver et al., Mayo Clin Proc,
2013)

The solution to understanding pain, he said, is to under-
stand individual differences in pain. For instance, studies
find individuals react differently to the same pain stimulus
differently. In addition, most people don’t develop chronic
pain after a pain-related injury or disease. The question
then, he said, is why some people do.

Another question is why 70 percent of chronic pain patients
are women. Women not only suffer from more pain-related
disorders, Dr. Mogil noted, but the disorders themselves are
more common than pain-related disorders in men.5

and isolate and study individual cells with technology such as
optogenetics; artificial intelligence; and the potential of gene
editing technologies like CRISPR; all have the potential to
dramatically change the pain research field.

Dr. Mogil ended his presentation with a quote from Albert
Schweizer to emphasize his point: “Pain is a more terrible
lord of mankind than even death itself.”

“This has always been true,” said Dr. Mogil. “It continues to
be true, and, hopefully, one of these days soon, we're going
to be able to change the status quo.”

Science, Innovation and Technology Summit:
Chronic Pain in Women
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Roger Fillingim, PhD

Distinguished Professor, University of Florida

SESSION 1: RESEARCH ADVANCES AND INNOVATIONS IN TREATMENT
Individual Differences in Pain Perception:
The Need for a Personalized Approach

“\We have to consider
individual differences

Figure 3: Proportion of Females and Males by Number of Pain Conditions

if we're going to 100

B Male M Female

adequately personalize
pain treatment’

- Roger Fillingim, PhD

One person’s pain is, well, one
person’s pain.

That was the message from Roger
Fillingim, PhD, who directs the Pain
Research & Intervention Center

of Excellence at the University of
Florida in Gainesville. He highlighted
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Pain conditions included: temporomandibular disorder, irritable bowel syndrome,
headache, low back pain, fibromyalgia

a study showing pain scores in 150
patients six hours after laparoscopic

Slade GD, Greenspan JD, Fillingim RB, Maixner W, Sharma S, Ohrbach R. Overlap of 5 chronic pain conditions: temporomandibular
disorder, headache, back pain, irritable bowel syndrome and fibromyalgia. J Oral Facial Pain H, in press

gallbladder removal. While the medi-

an pain score was about a 50 out of 100, scores were widely
divergent, with some patients reporting no pain and some
rating their pain as 100.”

“This is not the exception,” Dr. Fillingim said. “This is the
rule in pain. Robust individual differences exist in response
to pain.”

Other numerous factors can affect pain sensitivity. For
instance, the patients’ postsurgical pain could have been
influenced by how serious their disease was before surgery;
how the surgeon operated; and the effect of any pain medi-
cations, he said.

However, studies using the same pain stimulus demon-
strate similar results. In one study of more than 300
healthy young adults who underwent a heat stimulus, each
individual rated their pain differently on a scale of 1 to
100, noting significant differences between how partici-
pants rated their pain to the same stimulus.®

Those variations are particularly apparent when it comes to
gender, with significant differences in how women perceive
pain versus men. “Not only are women at greater risk for pain
than men,” Dr. Fillingim said, “but women also have a higher
risk of having multiple pain-related conditions.” (Figure 3).

KEY POINT

A better understanding of the factors that influence pain
perception in women and men will help in the quest to
develope personalized medicine approaches to pain.

Science, Innovation and Technology Summit:
Chronic Pain in Women

UNDERSTANDING THE CLINICAL
IMPLICATIONS OF SEX DIFFERENCES

“Improving the quality of pain-related care women receive
and preventing the development of chronic pain requires
understanding the sex specificity of pain-related factors if
we're going to design treatments to address those factors
and target them to the right people,” he said.

Which leads to another question: Why do existing treat-
ments work differently in women and in men? There are
a couple of clues, both related to gene polymorphisms,
according to Dr. Fillingim.

B The mu opioid receptor gene. This gene contains the
instructions for making mu opioid receptors, upon
which exogenous and endogenous opioids work. A rare
polymorphism in the gene changes pain responses.
Interestingly, men with the mutation are less sensitive
to pain, while women are more sensitive.® Thus, a drug
to target this gene would have opposite effects in men
and women.

B The melanocortin-1 receptor gene (Mclr). Women with
variants in the “redheaded” gene (so called because 80
percent of natural redheads express this gene) receive
significantly more pain relief from the opioid pentazocine,
which acts upon k-opioid receptors, than women without
the genetic variant. Men with the variants, however,
demonstrate no difference in pain relief.’°



Molecular Mechanisms of Chronic
Pain With a Focus on Migraine

Gregory Dussor, PhD

Associate Professor, University of Texas

Dr. Dussor took participants on a journey through
the molecular underpinnings of migraine, beginning
with the source: the meninges that cover the skull.
The pain of migraine, he said, is thought to come
from the stimulation of nerve fibers in the meninges,
signaling through trigeminal ganglia neurons.

What'’s not clear, he said, is what activates those
nerve fibers.

Dr. Dussor’s laboratory has focused on the acid-sens-
ing ion channel (ASIC) protein, a receptor on the sur-
face of nerve fibers that is sensitive to pH (a measure
of the level of acidity that exists outside of the cell).

Their theory is that neurons that supply the nerves
to the meninges express ASICs. Animal studies find
that applying a low pH stimulus to meninges results
in a drop in the pain threshold, causing body-wide
hypersensitivity to touch, he said.t*

His team is also exploring the role of interleukin 6
(IL-6), an inflammatory cytokine. When applied to the
meninges in animal studies, it, like the low pH stimu-
lus, causes a “headache-like” response.t?

They also learned that “priming” an animal to a stim-
ulus like IL-6 hypersentizes it to a second stimulus,
like stress. All of which raises the question: “Are
there certain kinds of receptors that you can go after
in this phase after the animals have recovered from
the first stimulus, but before

more common in women, but more disabling. New
drugs target calcitonin gene-related peptide (CGRP),
a protein released around the brain that causes ex-
tensive inflammation in the meninges. Interestingly,
in an animal study Dr. Dussor and his team con-
ducted, applying CGRP to the meninges triggered

a response in female animals but no response in
males indicating females are more susceptible to in-
flammation of the meninges. The females were also
primed for a response to a second stimulus, but not
the males. They found that priming female animals
with IL-6, letting them recover, then giving them a
very low dose of CGRP made them more sensitive to
pain and led to more inflammation, a reaction that
did not occur with men.** “There clearly is a robust
difference between males and females in what
CGRP is doing,” he said.

“Although the recent approval of CGRP-based thera-
peutics is a major accomplishment, those therapeu-
tics are not a ‘cure’ for migraine,” Dr. Dussor said.
“Additional therapeutics are still necessary.”

KEY POINT

Biological mechanisms contribute to sex-specific
differences in pain response in men and women.
Drugs that target these molecular pathways could
provide new options for pain management.

you give them the second one?
That might be a good thera-
peutic window for some novel

strategy.”
& therapeutics.

Dr. Dussor and others in the -
pain field are also looking at a
molecule called brain-derived

Potential Biological Mechanisms to Explore for Novel Migraine Treatments
B Acid-sensing ion channel proteins are a potential target for new migraine

Mechanisms contributing to "priming,” including those related to brain-derived
neurotrophic factor, should be further investigated.

Further investigation of mechanisms mediating differential effects of calcitonin

neurotrophic factor (BDNF) to
see if blocking BDNF receptors
could “turn off” priming and
prevent that response to a
second stimulus.t®

gene-related peptide (CGRP) in females and males may provide insight into the
female-biased nature of migraine.

Prolactin may be a contributing factor to migraine, but this is more likely in females.

Although the recent approval of CGRP-based therapeutics is a major

accomplishment, those therapeutics are not a “cure” for migraine. Additional

All of which leads back to
migraine, which is not only

therapeutics are still necessary.

Science, Innovation and Technology Summit:
Chronic Pain in Women
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Unmet Needs and Emerging

Drugs for Chronic Pain

Srinivasa Raja, MD

Director of Pain Research, Johns Hopkins Blaustein Pain Treatment Center

Dr. Raja delivered a clear message in his talk: Today’s
drug therapies either have limited efficacy or are
limited by adverse effects. Not to mention that few
drug trials for pain have been conducted in women.
Another key point: Don’t assume that pain medica-
tions work similarly in women and men.

He highlighted a Swedish study underscoring what
we know about sex differences in pain, that while
men and women experience the same pain severity,
women reported higher

Today’s focus is on disease-modifying drugs for
osteoarthritis that target the underlying molecular
pathways inherent in the disease. “Understanding
that osteoarthritis is more complex than just a car-
tilage disease has led to research along the etiolo-
gies, that is, drugs or strategies that may promote
cartilage growth and repair, or drugs that may affect
controlling inflammation,” Dr. Raja said.

activity levels, pain accep-
tance and social support
than men, while men seem
to have higher mood distur-
bances, fear of movement
and lower activity levels.
The message? “Women
seem to be coping with
their pain much better than
men.”1®

* Fibromyalgia

¢ Orofacial Pain

He also discussed the role
of calcitonin gene-related
peptide (CGRP) as a target
for pain medications. The
new CGRP inhibitors can re-
duce migraine days by about

Some common pain conditions
(2-3 times more prevalent in women than men)

¢ Arthritis: Rheumatoid, Osteo

- Migraine headache

- Temporomandibular disorders (TMD)
* Visceral and Pelvic Pain

- Irritable bowel syndrome (IBS)

- Interstitial cystitis (IC)

Chronic Pain in Women With Overlapping Pain Conditions

Fibromyalgia

Arthritis

Migraine

half in about half of those

who use them, but they have to be injected. Oral CGRP
antagonists under investigation demonstrate efficacy
in both preventing as well as treating acute migraine
attacks with minimal adverse effects.

“So, there is hope,” he said.

Another pain condition that is very common in
women is osteoarthritis, with the incidence in women
rising much faster with age than in men. Current
treatments such as exercise, weight loss, nonsteroi-
dal anti-inflammatory drugs (NSAIDs) or acetamino-
phen, are not very effective in later stages of osteoar-
thritis, leaving few treatment options.

KEY POINT

Drug therapies for chronic pain have limited
efficacy and safety, particularly for women. New
approaches are needed.

‘ ‘ FINDING YOUR VOICE

“I lost all of my independence. We

live with social isolation, which is by

far the worst part of the chronic pain
experience for us. | live every moment of
my life with severe pain and fatigue, and
I now have 10 comorbidities.”

- Cynthia Toussaint, diagnosed with complex
regional pain syndrome after a minor ballet
injury. She is co-founder of the advocacy
organization For Grace.

Science, Innovation and Technology Summit:
Chronic Pain in Women




Technological Advances
In Chronic Pain

Julie Pilitsis, MD, PhD

Professor of Neurosurgery, Albany Medical College

Dr. Pilitsis moved the discussion away from pharmaco-
logical therapies for pain-to-pain modulation devices.
By the time patients turn to these approaches, she
said, they have typically failed everything else, in-
cluding medications, surgery, injections and physical
therapy, among other interventions.

Spinal cord stimulation, in which an electric device
is placed in the epidural area of the spine and con-

of patients do very well,” she said. “It’s trying to figure
out who those right people are to have this work on.”

KEY POINT

Neuromodulation offers a nonpharmacologic
option to individuals with chronic pain, but
effectiveness varies widely.

nected to a battery, similar to a pacemaker,
is one of the oldest such technologies, used
successfully for people with back pain and
complex regional pain syndrome for decades.
It works by distracting the brain from the
painful stimulus by providing a different stim-
ulus. Studies find that about half of those on
neuromodulation report a 50 percent reduc-
tion in their pain at about two years.*¢

In her own clinical practice, Dr. Pilitsis finds
that about 72 percent of her patients get
pain relief from neuromodulation. She
attributes that to the multidisciplinary team
of professionals who provide holistic care
and advocate for the patient. “When you're
in that kind of environment, it reduces your
stress, it reduces your anxiety and you tend
to do better,” she said.
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Assistive devices
lectroth .
slectrotherapy Therapeutic

Medicine
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Management of Pain
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She also found that women are slightly more
likely than men to ask to have the devices

Sources: Fine PG, et al. J Support Oncol. 2004;2(suppl 4):S5-S22.

Portenoy RK, et al. In: Lowinson JH, et al, eds. Substance Abuse: A Comprehensive Textbook.
4th ed. Philadelphia, PA: Lippincott, Williams & Wilkins; 2005:863-903.

removed (10 percent versus 7 percent). The
main reason for the difference, she said, is
that more women were losing benefit and experienc-
ing pain at the insertion site than men. She also found
higher rates of depression in women one year after
the device was implanted, with even higher rates in
those who decided to have it removed.'”

Neurostimulation devices can help women, especially
since theses devices target almost all levels of pain
pathway including failed back surgery syndrome,
complex regional pain syndrome, chronic pelvic pain,
chronic facial pain and headache. All these conditions
disproportionally impact women. New research on
devices is currently underway to treat and manage
these pain conditions, including pelvic pain, migraine
and facial pain (trigeminal neuralgia). “About a third

‘ ‘ FINDING YOUR VOICE

“Your pain makes you no different
than anybody else. You're the
same person you have always
been. You're equal to everyone
else. Pain is just a part of who
you are.”

- Penney Cowan, founder and CEO of
the American Chronic Pain Association

Science, Innovation and Technology Summit:
Chronic Pain in Women




SESSION 2. MANAGEMENT AND PREVENTION STRATEGIES
Application of Behavioral Strategies
and Interventions for Pain Control

Michael T. Smith, PhD

Professor of Psychiatry and Behavioral Sciences, Johns Hopkins School of Medicine

After a brief explanation of the science of sleep, Dr.
Smith launched into his main focus: the relationship
between sleep and pain. Several sleep disorders
are associated with chronic pain, he said, including
insomnia, sleep apnea, circadian rhythm disorders
and restless leg syndrome.

The connection between sleep and pain appears bi-
directional, with studies showing that pain sensitivity
is amplified after sleep deprivation. In fact, longitu-
dinal studies find that people without chronic pain
who have poor sleep are more likely to have chronic
pain a few years later, particularly women. And if you
already have chronic pain and poor sleep, studies
find a higher risk of pain spreading from a localized
region to a more widespread pain.82°

But the opposite is also true. In one study of 679
women with fibromyalgia, those who reported good
sleep were three times more likely to have their pain
resolve.

All of these effects appear more prominent in wom-
en_18,20

Which is why improving sleep quality could also im-
prove—and possibly prevent—chronic pain. Effective
approaches include:

Coghnitive behavioral therapy, a highly focused,
short-term treatment that addresses the underlying,
non-physical causes of insomnia. “It’s just four ses-
sions and it’s incredibly effective and typically recom-
mended as first line treatment for insomnia,” he said.

It can be as effective as the best sleeping pills, has
minimal side effects and is a durable treatment, he
noted. However, future research is needed to suc-
cessfully integrate cognitive behavioral therapy for
insomnia with pain management interventions to
improve pain outcomes.

Stimulus control therapy, which trains you to as-
sociate your bed and bedroom with just two things:
sleep and sex. Here people are taught to go to bed
only when sleepy. If they are not asleep within 15 to
20 minutes, they get up and return to bed only when
they're sleepy.

Science, Innovation and Technology Summit:
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Sleep restriction therapy, in which people rebuild
their sleep by taking advantage of partial sleep
deprivation. A person who is only getting five hours of
sleep despite 10 hours in bed would push their bed-
time forward, so they go to bed just five hours before
daylight. “This primes your homeostatic drive to sleep
a bit more and it overcomes that hyperarousal,” he
said.

KEY POINT

Sleep and pain are inextricably linked. Improving
sleep may reduce pain sensitivity, while improving
pain may improve sleep.

‘ ‘ FINDING YOUR VOICE

“As a person with pain, my advice
is to always follow your gut with
any and all pain care and don’t
give your power away to a doctor.
Because when that doctor
inevitably fails you, gives up on
you, and says that you’re crazy,
your pain is all in your head, or
tells you that you have to learn to
live with it, you have nowhere to
go. But if we hold on to our power,
we don’t give up on ourselves.”

- Cynthia Toussaint, diagnosed with
complex regional pain syndrome after
a minor ballet injury. She is co-founder
of the advocacy organization For
Grace.



Evidence-Based Efficacy of Noninvasive
Nonpharmacological Approaches and Their
Effectiveness in Treating and Managing Chronic Pain

Marie Hoeger Bement, PhD
Associate Professor, Marquette University

‘It's really important that we're
looking at the entire picture of what
s pain.”

- Marie Hoeger Bement, PhD

Dr. Bement’s presentation began with a discussion
of the biopsychosocial components of pain. Pain, she
said, is an interaction between biological, psychologi-
cal, and sociocultural factors.

B Biological: disease activity, physical conditioning,
body composition

B Psychological: coping skills, helplessness, stress,
anxiety, catastrophizing, fear of movement

B Sociocultural: social support, partner response,
cultural practices

The holistic nature of pain should make non-drug
management a first-line option for treating pain, with
or without pharmacological options, said Dr. Be-
ment. “Clearly, there’s room for both to optimize pain
management.” She highlighted four such options,

all of which should be part of a comprehensive pain
management approach.

1. Patient education. This involves educating
patients about the sensory and emotional
experience of pain. For instance, the emotional
side of pain may manifest as fear avoidance
behaviors in exercise; catastrophizing the pain;
anxiety and depression. The education should
also distinguish between acute and chronic pain
and the mechanisms of each. Patients need to be
educated on the biopsychosocial model of pain to
help them understand and better manage pain.

2. Manual therapy. Although manual therapy
provides short-term relief, a more personalized
approach includes adding exercise, joint
mobilization, massage and soft-tissue mobilization,
all of which can provide short-term pain relief.

3. Electrotherapy. Most patients with chronic pain
would benefit from transcutaneous electrical
nerve stimulator (TENS), she said. The TENS unit
sends electrical pulses through the skin to trigger
endogenous opioids and other substances within
the pain modulatory system, interrupting the
flow of pain signals to the brain. TENS also helps
promote movement and function.

4. Physical activity and exercise. People who
regularly participate in physical activity are less
likely to develop chronic musculoskeletal pain,
according to the results of a large, population-
based study that followed participants over 11
years.?! “| think that's huge,” Dr. Bement said. In
addition, physical activity can inhibit pain even
though exercise can initially increase pain. Her
research and others’ have found when people
are more physically active, they have less pain
sensitivity coming from the spinal cord.?? Although
majority of exercise training studies pain relief for
people living with chronic pain, evidence shows
walking to be most effective.

KEY POINT

Pain management should start with—and always
include—nonpharmacologic approaches, including
education, manual therapy, electrotherapy and
physical activity.

‘ ‘ FINDING YOUR VOICE

“With high-impact chronic pain,
when you're taking care of
somebody, it can be very chaotic,
it can be very maddening.”

- John Garrett, caregiver for Cynthia
Touissant and co-founder of the
advocacy organization For Grace

Science, Innovation and Technology Summit:
Chronic Pain in Women




Role of a Strategist to Help Patients Improve
Pain and Overcome Daily Frustrations

Lindsay Weitzel, PhD
Migraine Strategist and Medical Writer

“To emerge from pain, women
have to gain exceptional control
of their mental, emotional and
lifestyle factors at the superhero
level

- Lindsay Weitzel, PhD

Dr. Weitzel highlighted her own role as a longtime mi-
graine sufferer with daily migraines from age 4 to age
30, who today advocates for people with migraine.

She calls herself a migraine strategist. “I build brick
walls of very personalized migraine strategy to keep
people’s migraine out,” she said.

An important component of her approach is the
“healing mindset,” reassuring those she sees that
the pain is not their fault. “Somewhere along the line
someone has convinced them that it’'s their fault,
that they have horrible control over their mental life,
over their emotions, over whatever, and basically they
just need to get it together and it's their fault they're
sick.”

Among her strategies:
B Empower yourself. “Victims don’t get better.”

B Refocus your idea of a pain-free life. Rather than
dwelling on the pre-pain past, focus on the post-
pain future. She has her clients create a vision
board of who they want to become.

B Throw out the pain scale. “We don’t need 1 to
10. We need to know if you're thriving, functional,
or homebound or bedridden. Nothing else
matters.”

B Develop an exercise plan. About half of women
with migraine develop kinesophobia, defined
as an irrational and debilitating fear of physical
movement and activity resulting from a feeling
of vulnerability due to painful injury or reinjury.

Science, Innovation and Technology Summit:
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She works with her clients to identify physical
activities they feel comfortable with.

B Raise emotional frequency. That means
creating a continuum of emotions from blissful to
miserable and regularly checking in to see where
they are. If it’s low, she helps her clients prepare
a list of strategies to raise the level.

KEY POINT
Women have the power to move beyond their
pain; they just have to realize and exercise it.

.'\‘ WRITTEN 8
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ILLUSTRATED BY
MICHAEL CALERD = JOHN HORTON

Created by Dr. Weitzel to empower children with migraine,
Super Zoe offers supportive and positive mantras to
navigate “bummer days” and other insights for children
managing chronic migraine pain.



Importance of Self-Management in Chronic Pain

Yvonne D'Arcy, MS, APRN-C, CNS, FAANP
Co-Chair of Pain Management Specialty Practice Group
American Association of Nurse Practitioners

“Your patient has everything you
need to know about their pain, and
they can tell you about it, if you'll
Jjust listen to what they're saying to

YOul.
- Yvonne D'Arcy, MS, APRN-C, CNS, FAANP

Despite the critical importance of listening to patients
talk about their pain, women are often left out of the
process, said Ms. D’Arcy. “They feel very defeated,
very unheard, and you're going to have to encourage
them to talk to you about their pain.”

She highlighted how clinicians need to interact with
patients who have chronic pain and encourage greater
patient participation.

B Choose an achievable goal that reflects the
patient’s preferences and abilities. “If you choose
something the patient can’t achieve, they feel very
defeated.” That includes educating them that their
pain may never disappear entirely, but they will be
better able to manage it.

B Offer options that appeal to the patient. “You
don’t just hand them a sheet of exercises and say,
‘Now go home and try some of these,” because
you're going to be really doomed to failure,” she
said.

B Support the patient. That means ensuring them
that you will be with them (although also setting
boundaries) and continue to try new approaches.
It also means offering tools so patients can see
success, like pain diaries to track not just the level
of pain, but functionality.

One way to improve patient self-care is through moti-
vational interviewing, she said, which helps patients
identify barriers to success and encourages their
involvement in the treatment plan.

“The thing that’s going to help anybody the most is
to listen to what the patient is telling you about their
pain, how it is affecting their lives, how their treat-
ments are working, and how you can actually better
develop the plan,” she said.

THE FOUR BASIC SKILLS OF
MOTIVATIONAL INTERVIEWING

Open: Asking open-ended questions
Affirming: Accentuating the positive
Reflecting: Practicing reflective listening

Summarizing: Summarizing concepts and
reflecting back

KEY POINT

Clinicians need to view pain more from the patient
perspective and implement approaches that meet
the patient’s goals.

‘ ‘ FINDING YOUR VOICE

“When you get involved in advocacy
or when you find your voice, what
you are doing is actually taking
back some control from a life where
you have lost a lot of control. That
is empowering. It transforms you.
Even a little voice creates a little
ripple, that causes other ripples,
and eventually all those ripples
become a wave. You can be one

of those little ripples that makes a
difference.”

- Shoshana Lipson, founder of the CGRP
and Migraine Community, and the blog,
migrainemeanderings

Science, Innovation and Technology Summit:
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SESSION 3. BARRIERS AND CHALLENGES IN PAIN TREATMENT AND MANAGEMENT
Barriers to Providing Integrative Pain Care

Bob Twillman, PhD

Clinical Associate Professor of Psychiatry, University of Kansas Medical Center

"“We're going to spend the

next decade with everybody
telling us we should be using
complementary and alternative
treatments and nobody being
willing to pay for it

- Bob Twillman, PhD

About a third of Americans use some sort of comple-
mentary or integrative health treatment, with women
50 percent more likely to use them than men. And
many of these approaches are effective for common
chronic pain conditions, Dr. Twillman said.

While current guidelines call for using integrative
treatments for pain, “actually getting those treat-
ments is a bigger challenge than perhaps many
people realize.”

For instance, in 2018, the Agency for Health Re-
search and Quality released a report on nonpharma-
cologic, noninvasive treatments for pain that found
good evidence of the effectiveness of acupuncture in
treating low back pain, neck pain and fibromyalgia.?®
Several other reviews find similar results, and some
health care organizations, including the Centers for
Disease Control and Prevention, also recommend
acupuncture for various chronic pain conditions.?*2%

However, patient access is limited, primarily because
of lack of insurance coverage and reimbursement
issues. Other barriers include lack of education
among medical professionals; few integrative pain
care providers; lack of referral networks; and missing
quality indicators.

“The ultimate effect is that many people with pain
who want to use these treatments are effectively pre-
vented from using them for any one or more of these
reasons,” he said.

Science, Innovation and Technology Summit:
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OPPORTUNITIES TO IMPROVE ACCESS
TO INTEGRATIVE CARE

B Provide better training and education in medical
and nursing schools.

B Encourage continuing medical education
programs.

B Create directories of providers.

B Increase the professional training pipelines for
integrative medicine practitioners.

B Start a data registry to improve evidence
collection.

Although insurance companies say they don’t cover
nonpharmacologic treatments because of a lack of
high-quality and long-term evidence of effectiveness,
“this seems perhaps a little bit hypocritical,” he said.
“Insurance companies cover long-term opioid therapy
(for chronic pain), despite the fact that the evidence
is no better.”

It is particularly challenging to get coverage under
Medicare, he said, which requires that nonpharma-
cologic therapies provide evidence the treatment is
efficacious and safe in the 65 and older population.
“That’s a challenge because Medicare populations
frequently are excluded from clinical trials, and if
they’re included, they’re a small minority of the trial,
and you can’t pull their data out because you lose
too much statistical power to make it a reasonable
analysis.”

“So, we're stuck. If we start now to develop the kind
of evidence that we need to meet this standard,
we're going to be at it for a decade.”

KEY POINT

Integrative medicine is very effective for pain
management, yet numerous barriers prevent its
widespread use, particularly lack of insurance
coverage.



Challenges to Pain Treatment Unique to Women

Mary Driscoll, PhD

Clinical Research Psychologist, Yale School of Medicine; PRIME Center,
VA Connecticut Healthcare System, VA Women’s Health Services

‘It's amazing women get care at all
- Mary Driscoll, PhD

Dr. Driscoll highlighted not only the specific barriers to

pain management women face, but possible solutions.
Understanding the barriers, she said, requires applying the
biopsychosocial model of pain to women:

B Women have unique biological barriers and challenges,
including pain conditions of unknown etiology, often
suffering for years without a diagnosis, which affects
management and treatment.

B Women are more likely to have pain conditions with
a hormonal element, such as menstrual migraines,
while reproductive hormones may make managing pain
challenging at different times in life.

B Women appear to respond differentially to opioids and
even nonpharmacological approaches.

B Women are more likely to experience comorbid
depression with pain.

B Women with pain have high rates of interpersonal
trauma, with post-traumatic stress syndrome
associated with higher pain intensity, greater disability
and greater emotional distress.

B Women are often subject to stigma from friends, family
and the medical establishment, routinely hearing that
“the pain is in your head.”

B Women are less likely to be queried about pain at
medical appointments.

B The overemphasis on the biological cause of pain
often results in undertreatment and in a discounting of
women’s experience.

B Women communicate differently about their pain, be-
coming more emotional in their reporting, thereby lead-
ing to a discounting of the severity and impacting care.

B Women report more guilt/fear about how pain may
affect others, and they struggle to set limits with others
to allow time for self-care (relational issues).

“Taken together, these factors paint a challenging picture
for women when it comes to the treatment and manage-
ment of pain,” said Dr. Driscoll.

To overcome these barriers, providers must:

B Validate and address the burden of pain with
empathy. “Until a woman feels heard and understood,
you're not getting anywhere.”

B Improve communication. Be transparent about
treatment decisions especially when expectations are
at odds with treatment guidelines.

B Practice trauma-informed care. Assume every person
with pain may have a history of prior trauma that
affects their interactions with the health care system
and act accordingly.

B Sensitively address mental health. Trauma and
depression can’t be left out of the treatment plan, but
it needs to be addressed sensitively.

Women also need to help providers engage in these con-
versations, she said. They need to reflect on the impact the
pain has on their life barriers to managing their pain; and
their vision of how things should be different in six months.
“And then communicate these to your provider and ask for
strategies that can help address what’s most distressing.”

KEY POINT The unique challenges that women face
when dealing with chronic pain mean that providers
need to embrace a new paradigm of communication.

WOMEN VETERANS AND CHRONIC PAIN

Dr. Driscoll also highlighted her work with women
veterans, whom she calls “the most resilient group of
women I've ever met in my entire life.”

Although there are two million female veterans in this
country, just one-fifth receive care from the Veterans
Administration (VA). Yet 70 percent of women veterans
report chronic pain. They have a unique risk for pain
given the physicality of their jobs, she said, which leads
to high rates of injury. And women don't like to present
for care while on active duty because they don’t want
to call attention to themselves. Finally, she said,
women veterans experience a lot of trauma, both
combat and military sexual trauma.

They also have multi-occurring pain conditions, are
juggling multiple roles and demands, are often stigma-
tized and isolated with little social support, and have

a difficult time coordinating care between the VA and
civilian providers.

“So, when you are working with women, whether you
know they were a service member or not, ask them, ‘Did
you serve?’ If they did, assess for exposures, connection
to VA services, eligibility for VA services, and many of the
other barriers.”

Science, Innovation and Technology Summit:
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Challenges Pregnant Women Face With Opioids—
Gender Differences in Pain and Substance Use Disorders

Shruti Kulkarni, JD

Attorney, DCBA Law & Policy and Board of Directors, Female Opioid Research and Clinical Experts

While all women face significant

challenges in obtaining pain Unique Barriers to Women Seeking Treatment

medication, the situation is GREATER RISK OF ARREST AND CRIMINALIZATION

particularly dlfﬂCl.J't for pregnant « Twenty-three states and the District of Columbia consider substance use
women who require opioids, during pregnancy to be child abuse; three consider it grounds for civil
Ms. Kulkarni said. Twenty-three commitment.

states and the District of Colum- « Twenty-four states and the District of Columbia require health care

bia allow substance use during professionals to report suspected prenatal drug use.

pregnancy to be classified as LACK OF ACCESS

child abuse, and 24 states and « Only 19 states have treatment programs specifically designed for pregnant
Washington, DC, require prac- women.

titioners to report suspected « Ten states prohibit publicly funded drug treatment programs from
prenatal drug use. discriminating against pregnant women.

. LACK OF CHILDCARE
Pregnant and parenting women

also tend to have far fewer
options for treatment. Only 19 Pain Management Best Practices Inter-Agency Task Force Report
states have programs designed
for pregnant woman, only 15

“Central to the unique issues women face in pain management
are the differences between men and women with respect to pain

percent of treatment centers ; sensitivity, response to pain medication, and predisposition to
nationally offer specific services clinical pain conditions.”
for pregnant or parenting wom-
en and just 10 states prohibit There also is a need for participation by Ob/Gyns in pain manage-
publicly funded drug treatment 4 ment for women during pregnancy and postpartum stages.
programs from discriminating - RECOMMENDATIONS:
against pregnant women. » Conduct more research on sex differences in pain

responses and therapies
She highlighted efforts at the * Increase awareness of unique challenges with
federal level to address these regards to pain for women during pregnancy
issues, including: and postpartum

¢ Include Ob/Gyns in multidisciplinary care teams

B Diverse Women in Clinical

Trial Initiative. This joint
initiative between the Food and Drug Administration and
the National Institues of Health (NIH) Office on Research in
Women'’s Health is designed to raise awareness about the
importance of including diverse groups of women in clinical

research, and to share best practices about clinical research ‘ ‘ FINDING YOUR VOICE

design, recruitment, and subpopulation analyses.

B Task Force on Research Specific to Pregnant Women and “l cannot ever remember
Lactating Women (PRGLAC). The 215 Century Cures Act
established the PRGLAC Task Force, led by NIH, to advise the
Secretary of Health and Human Services regarding gaps in debilitating migraine.”
knowledge and research on safe and effective therapies for
pregnant women and lactating women.

a time when | did not have

- Shoshana Lipson, founder
of the CGRP and Migraine
KEY POINT Community, and the blog,

There are numerous challenges to finding treatment for migrainemeanderings

addiction in pregnant women and those with children. ’ ’
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Overcoming Health Care Challenges: Maneuvering
Through Communication, Access and Cost
Barriers While Dealing With Chronic Pain

Jamie M. Sanders

Migraine Advocacy Patient Coordinator, GHLF/50-State Network, and patient advocate/blogger, The Migraine Diva

‘It is incredibly challenging to
manage a chronic disease and
an uncompromising health care
system at the same time!

- Jamie M. Sanders

“There are several barriers that people like me must
overcome in order to be moderately successful in
navigating the health care system,” said longtime
migraine sufferer and advocate Ms. Sanders. “Help is
not always available or known to patients when need-
ed, and the burden is often placed on the patient to
find solutions.”

Other barriers include language, culture, race and
gender; short physician visits; the stigma women in
pain face; cost; access to specialists; and access to
medical devices.

Communication between health care providers and
women is key to overcoming existing prejudices,
which can lead to symptoms being misdiagnosed as
stress, inability to cope, lack of healthy lifestyle or as
a character or personality trait. (Figure 4.)

Cost and access to health care and medical spe-
cialists are huge barriers for women to overcome.
Insurance companies

IMPROVING HEALTH CARE ACCESS FOR
PATIENTS WITH CHRONIC MIGRAINE

Ms. Sanders suggests the following to improve health
care access for women with migraine:

1. Provide patients with clear and easy to
understand information about insurance policies,
terms and appeal processes.

2. Provide more education to patients about the
use of noninvasive nondrug treatments and
complementary and alternative medicine.

3. Eliminate pharmacy benefit policies that override
doctors’ decisions.

4. Provide medical education about migraine and
headache disorders to all health care providers.

5. Openly address the stigma surrounding migraine
and raise awareness about the seriousness of
migraine disease.

KEY POINT

The health care system itself presents an
often-impassable barrier to women seeking
help for their chronic pain.

create their own barriers
through step therapy and
preauthorizations for
certain medications like

Keep detailed notes
and/or checklists of your

Figure 4: Ways to Improve Communication

If your doctor has email and
you have access to it, email him

If email isn’t an option, ask if
your doctor can carve out 5-10

the calcitonin gene-related
peptide inhibitors.

“These policies harm pa-
tients because they create
additional barriers that
can lead to people forego-

ing their medications,” Ms.

Sanders said. “This can
also make the medical
condition worse, increas-
ing the need for medical
intervention and the cost
of health care.”

or her prior to your appoint-
ments with questions and
concerns so that they can be
addressed when you come in.

symptoms, triggers,
medications and
concerns/questions.

If you feel as though you aren’t
being listened to, heard or
validated, bring someone with
you who can validate your
experiences, ask questions and
help get the answers you need.

Bring a trusted friend,
loved one or advocate
with you.

Raise awareness among
HCPs about headache

If there is a language or cultural
barrier, bring someone who can
help translate and explain
what your HCP is saying and
recommending for you.

disorders across age,
gender, economic and
ethnic barriers.*

minutes for a phone call to

update him or her on your
condition a few days prior to
your scheduled appointment.

Create a binder with all your
information in it. Include:

* Medications

* Allergies

* Appointments

* Treatments/protocols
» Discharge paperwork
* After visit summaries
 Checklists

* Logs/diaries

1. Migraine Therapies in Women.

www.healthywomen.org/content/article/science-technology-and-innovation-roundtable-migraine-therapies-women.
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OFFICE OF WOMEN'S HEALTH, FDA
OFFICE OF RESEARCH ON WOMEN'S HEALTH, NIH

Updates from the Federal Offices of Women's Health

The final session of the first day involved two represen-
tatives from federal offices of women’s health: Kaveeta
Vasisht, MD, PharmD, acting associate commissioner of
the Office of Women'’s Health at the Food and Drug Admin-
istration (FDA), and David Thomas, PhD, special advisor to
the director, Office of Research on Women’s Health at the
National Institutes of Health (NIH).

Dr. Vasisht’s office functions as an advisor to the FDA com-
missioner on political, ethical and scientific issues pertain-
ing to women'’s health; works to promote the inclusion of
women in clinical trials; addresses cost-cutting initiatives
and emerging issues; and serves as the agency’s liaison
on women’s health externally and internally.

“Our office tries to look across the drug development
enterprise and the FDA’s regulatory purview through a sex-
and gender-specific lens.”

In 2018, her office held a two-day conference examining
the influences of sex and gender on opioid and nicotine
use, dependence and recovery. The key takeaways on the
salient influences of substance use in women include:

Stress

Pain

Relief of negative affect
Social factors

Adverse early life events

Escalation of opioid misuse, which is faster in women
than men, a phenomenon known as telescoping

B Greater relationship influence on nicotine and opioid
addiction in women than in men

B Addiction neurobiology involves multiple sexually
dimorphic circuits, cell types and neurotransmitter
systems

B Overlap of the brain’s reward circuits that control pain
and stress, leading women to experience and crave
drugs differently than men

Science, Innovation and Technology Summit:
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B Hormone modulation of pain, reward, craving and
withdrawal

B Neurobiological sex differences that underlie male-
female differences in addiction onset, experience and
recovery

B Significantly lower levels of analgesia produced by
opioids in females

B Underutilized medication-assisted treatment

B Data gaps in knowledge of sex and gender on
substance use and misuse

The NIH office is designed to advance rigorous research
that is relevant to the health of women; develop methods
and leverage data sources to consider sex and gender
influences that enhance research for the health of women;
and help disseminate and implement scientific evidence to
improve the health of women.

Dr. Thomas highlighted the Helping to End Addiction Long-
term (HEAL) Initiative, a trans-agency effort to advance
scientific solutions to the double crisis of pain and opioid
addiction.

What sets this initiative apart from others is that it focuses
on communities to address the opioid epidemic, rather
than on individuals. It is also developing a research net-
work for pain and greater support for research to identify
nonaddictive pain treatments.

One key area of focus is identifying objective measures of
pain from the patient perspective and better understand-
ing—and perhaps preventing—the transition from acute to
chronic pain.

“We have a tremendous opportunity to help people if we
do it right,” said Dr. Thomas.

KEY POINT
Federal agencies are aware of and involved in the sig-

nificant issues related to chronic pain in the U.S.




KEYNOTE PRESENTATION

Bias Against Women in the Treatment of Pain

Diane E. Hoffmann, JD
Professor of Health Care Law, University of Maryland

Ms. Hoffmann’s entry into the world of chronic pain began
with an article she published in 2001, “The Girl Who Cried
Pain: A Bias Against Women in the Treatment of Pain.”2¢
Researching the issue of pain from its legal implications,
she was surprised to learn about numerous disparities in
pain management between women and men, including the
fact that women were less likely to receive pain medica-
tion when they complained about pain and more likely to
receive sedatives.

“This really distressed and angered me,” she said. “Why is
this? Is there a biological basis for men and women being
treated differently? Do they report pain differently? And if
there is a difference in treatment, is that justified by the
first two findings?”

Legal and ethical principles of justice say that similarly
situated people should be treated similarly, she said, and
differently situated people should be treated differently.
“It's not that we necessarily want to treat everyone the
same,” she said, “but we want to treat everyone in the
amount they need to reach the same outcome.”

Her article triggered a broader discussion of the topic of
pain in women, including a story in the New York Times in
2003 that confirmed her findings via interviews with pain
specialists throughout the country.

“But what continues to surprise me,” she said, “is that |
still get calls from reporters and journalists and people cite
this article, even though it's now almost 20 years old.” So,
she returned to the literature, finding that although there
has been progress in understanding biological differences
related to pain in men and women, well-designed clinical
trials on disparate treatment differences were still rare
and numerous disparities and challenges for women with
acute and chronic pain still exist. For instance:

B Forty percent of women with chronic vulvar pain remain
undiagnosed even after three medical consultations.?”

B Half of women with endometriosis see at least five
health care professionals before receiving a diagnosis
or referral.?®

B Gender plays a significant role in whether a patient
presenting to the emergency department with injuries
or abdominal pain receives appropriate analgesia
and how quickly they receive it.?>3°In both instances,
women were less likely than men to receive pain
medication.

“Why are there still such differences?” she asked.
She cited several possible factors:

B Physician implicit bias or underlying attitudes or
stereotypes that affect our understanding, actions, and
decisions in an unconscious mannetr.

B The lack of women and even female animals in basic
and clinical research on pain.

B Lack of physician education.
B Overlapping pain-related conditions in women.

B Physician uncertainty regarding a diagnosis, which may
lead them to normalize a woman’s symptoms instead
of trying to diagnose the underlying condition.

B Communication between women and their doctors. For
instance, she said, women are more likely to use words
and graphic language than men and typically focus on the
sensory aspect of the pain. Men use fewer words, less
descriptive language and focus on events and emotions.
Men’s pain is often attributed to something very specific
while women’s may be attributed to stress or fatigue.

“My perspective is that education is really going to be the
most effective thing” to resolve disparities, she said.

KEY POINT

Health care providers require extensive education
about pain in women and how to diagnose and treat it,
as well as how to communicate with their pain patients.

Science, Innovation and Technology Summit:
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OPEN PLENARY
Racial and Ethnic Disparities, Lived

Pain Experiences and Stigma

Carmen Green, MD

Professor, Anesthesiology, Obstetrics and Gynecology, and Health Management

and Policy, University of Michigan

“The unequal burden and the unheard
voices of women, particularly women
of color, are, | believe, one of the most
pressing needs in pain research!”

- Carmen Green, MD

By 2024, the majority of Americans will be non-white.

Yet, the whole conversation of disparities related to pain,
particularly in women of color, has not been handled well,
according to Dr. Green.

“We need to think about how to provide better care and do
better science in order to prove pain in various populations.”
For instance, she said, while gender may be a biologic vari-
able in pain, how does diversity play into that finding?

We need to know more because the world is changing,
Dr. Green emphasized. “It’s like pantyhose: One size
doesn’t fit all.”

One area that should be studied more critically, Dr. Green
said, is the social determinants of health.

For instance, when she and colleagues conducted a study
looking at the availability of opioids by zip code in Detroit,
they found that while pharmacies in primarily white neigh-
borhoods carried a sufficient supply of opioids, even in
low-income communities, those in minority neighborhoods,
even in higher-income neighborhoods, had sufficient
supply only half the time.?* “So race is protective if you are
white, but money is not protective, if you are a person of
color,” she said.

Too often, she said, people of color and those who are
impoverished in the U.S. die earlier. It's time, she said, to
conduct the research needed to change this pattern.

While the data is clear about poor assessments, lack

of access and poorer outcomes as it relates to women,
when this data is extrapolated for minorities, it’s lacking,
according to Dr. Green. “We need that data, and it begins
by having some difficult conversations and communication
about our history.”

KEY POINT

There are numerous disparities in pain management,
not just sex- and gender-based, but race, ethnicity and
age, among others.

Science, Innovation and Technology Summit:
Chronic Pain in Women

HEALTH CARE IN AMERICA

IS NOT THE SAME EVERYONE

“It is more important to know what kind of person
has a disease than the disease.”

-Sir William Osler

Dr. Green suggested we need to start having those hard
conversations and thinking about these issues, critically:

B How do we improve the quality of care?

B How do we improve the communication between the
clinician and the patient?

B How do we teach patients to do some of the things they
need to do, like self-management?

B How do we teach physicians how to make certain they
give patients good care?

B How do we acknowledge our personal biases and get
past them so we can improve patient outcomes?

“The science needs to come along, and we need to keep
asking ‘How do we provide good quality care for all pop-
ulations?’ There is no reason for people to have to suffer
because of what they look like,” said Dr. Green.

‘Of all the injustices, injustice in
health is the most shocking and
most inhumane.’

- Martin Luther King



SESSION 4: EFFORTS TO ADDRESS BARRIERS IN CHRONIC PAIN TREATMENT
Implementing the National Pain Strategy

at the State Level to Improve Education

About and Treatment of Chronic Pain

Cynthia Toussaint
Co-founder, For Grace

Ms. Toussaint focused on the work of her
organization, For Grace, to implement a
statewide pain strategy in California. The
mission of For Grace is to raise awareness
of complex regional pain syndrome (CRPS)
and also promote care and wellness of
women in pain. The effort began with a
summit in 2017 to educate individuals
living with pain and their caregivers about
the National Pain Strategy, a multiagency
effort to reduce the burden of chronic
pain, then continued with a summit of
professionals the following year. The result
was a commitment to develop a California-
specific pain strategy to address the unique
challenges that people with pain face.

“We are going to strongly urge the California
legislature to implement a pain center
under the state’s Health and Human
Services Department to promote centers

of excellence, better pain management
education, better insurance coverage

of comprehensive pain care and public
education about pain,” she explained.

“The National Pain Strategy is an excellent
blueprint for optimal pain care,” she said,
encouraging participants to use it to develop
a plan for their own states.

KEY POINT

Pain advocates should develop their own
roadmaps at the state level to improve
the delivery of pain-related care.

Road to Sacramento

This legislative/policy recommendation serves as a
statewide pain strategy. It includes the goal to create
a pain center administered under the state’s Health
and Human Services agency. The Pain Center would
implement the following:

1. Establish a network of Comprehensive Integrative
Pain Treatment and Research Centers of Excellence
across the state.

2. Improve and expand pain management education/
training opportunities for all types of health care providers
(and students).

3. Work with state agencies responsible for state employee
health insurance, Medi-Cal coverage and workers'
Compensation to revise coverage and reimbursement
policies for chronic pain.

4. Develop and implement statewide public health
campaign to educate California residents about chronic
pain and chronic pain patients about pain treatment
options including self-care.

‘ ‘ FINDING YOUR VOICE

“There is only one difference
between caregivers and people
living with pain, and that is

the caregiver doesn’t feel the
physical pain, but they experience
absolutely everything else
experienced by a person with
pain—the frustration, the guilt, the
anger, the confusion—all of it.

- Penney Cowan, founder and CEO of the
American Chronic Pain Association

Science, Innovation and Technology Summit:
Chronic Pain in Women
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Opioid Addiction in Women:

Short- and Long-Term Implications

Kim Templeton, MD

Member, Board of Directors, American Medical Women'’s Association

Dr. Templeton highlighted several issues related to
sex-based differences throughout her presentation
on the short- and long-term use of opioids:

B Women tend to be given opioids at higher doses
over longer periods of time than men.

B Women are prescribed opioids in combination
with benzodiazepines. Both are respiratory
depressants and thus contraindicated in
combination.®?

B Studies in animal models demonstrate that mu
opioid receptor density and binding affinity may
be affected by estrogen levels among females.
Male animal models demonstrate longer-lasting
pain relief from opioids than do females, which
reflects in part the influence of testosterone.®*
The influence of sex hormones on mu opioid
receptors may also help to explain why women
are more likely than men to overdose as a result
of respiratory depression.

B Additional research is needed to better
understand the fluctuations of sex hormones
in the setting of chronic pain and the impact of
these hormones on mu opioid receptors, pain
relief and risk of respiratory depression.

‘ ‘ FINDING YOUR VOICE

“I think it’s absolutely OK to take care
of yourself. Again, this is a marathon,
it’s not a sprint, and you’re doing one
of the greatest things human beings
can do—You're taking care of someone
you love.

- John Garrett, caregiver for Cynthia Touissant
and co-founder of the advocacy organization

For Grace

Science, Innovation and Technology Summit:
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A key area to consider when discussing chronic pain
in women is underlying mental health issues, she
said, including depression, anxiety and post-trau-
matic stress disorder (PTSD), which may alter pain
perception.3®

For instance, she said, “We know that opioid use
disorder (OUD) is more common among women who
have a history of intimate partner violence, but why is
that? Is it, to some degree, self-medication?”3"

She also addressed the issue of multiple provider ep-
isodes (MPEs), in which patients see several health
care professionals for prescriptions and/or go to
several pharmacies to get them filled. In Kansas, she
said, women account for about two-thirds of people
with MPEs. Possible reasons include:

B Their pain isn’t taken seriously, so they have to
seek help elsewhere.

B Their provider “fires” them because their pain
doesn’t improve.

B They are undertreated.
B They respond differently than men to opioids.

B Providers don’t understand the underlying issues
that may contribute to a woman'’s pain.

She also noted differences in the rate of OUD be-
tween men and women. While men are more likely
to exhibit OUD when younger, women are more likely
to report it after age 68.3 Women with OUD are also
more likely than men to report psychologic distress
and to be using cocaine and marijuana.®® Yet, fewer
women enter treatment for OUD, she said, in part
because of stigma. Women also tend to have higher
rates of relapse than men.*°

“Is this because biologically the addiction is differ-
ent?” she asked, “Or is it because women leave treat-
ment earlier because of caregiver issues?” As with
every other health condition, “Women tend to priori-
tize everybody before their own health,” she noted.



Another issue, she said, is that treatment is based
around a male model that doesn’t account for
pregnancy or child-care needs. Yet, about a third of
pregnant women undergoing addiction treatment
have OUD. “This is a huge issue,” she said. “How do
we get women through treatment, so they understand
the long-term implications of addiction? How do we
address opioid use among women of childbearing
age earlier, so that women are not risking having a
child with neonatal opioid withdrawal syndrome?”

She concluded by noting the need for more research
in order to better understand sex and gender differ-
ences in pain, particularly in response to opioids, and
the interplay between mental health conditions and
pain.

KEY POINT

There is a need for women-focused addiction
treatment programs that address the unique
needs of women.

NOVEL PERSONALIZED SOLUTIONS
FOR PREVENTING OPIOID USE
DISORDER

Take a 59-year-old woman with fibromyalgia, a his-
tory of a previous opioid overdose, chronic respira-
tory disease, anxiety and depression. Add to that a
prescription for opioids and benzodiazepines and
what do you get? Multiple hospital and emergency
department visits and, despite this, continuing pre-
scriptions for opioids.

This isn’'t a “what if” case, but an actual patient,
said Elizabeth Ann Stringer, PhD, chief science and
clinical officer for axialHealthcare, during her talk on
breakthrough solutions for pain and opioid care.

“This happens all too often,” she said.

That's where her company comes in. Axial uses pro-
prietary analytics to mine insurance claims and other
patient data to assess the patient’s medical condition,
demographics and treatment plan. “Then we can
build out these histories for every patient and begin to
understand if the patient is receiving optimal care and
where care can be improved,” she explained. This can
also help predict who is at risk for OUD.

The information is shared with the patient’s physician
as an opioid risk report. It highlights the patient’s high-
risk attributes and the treatments that may contribute
to this increased risk. “But it’s not enough just to
analyze and highlight an individual’s risk,” Dr. Stringer
said. “We want to take actionable next steps to de-
crease the risk for poor outcomes.” Thus, a care team
of pharmacists and health coaches works with the
provider to develop care plans to improve outcomes.

Science, Innovation and Technology Summit:
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The Patient Voice in Pain and
Development of Pain Therapeutics

Peter Pitts

President, Center for Medicine in the Public Interest

"How are we going to bring novel
pain management approaches to
market without serious, thoughtful,
scientific input from patients?”

- Peter Pitts, President, Center for Medicine in
the Public Interest

Although the Food and Drug Administration (FDA) has
approved 13 new analgesics in the past five years,
11 were variants of opioids and two were variants of
existing molecules. None were new chemical enti-
ties. Thus, Peter Pitts, president of the Center for
Medicine in the Public Interest, gave the agency a
“D” grade on new drug development during his talk,
The Patient Voice in Pain and Development of Pain
Therapeutics.

“Unless we insert a new variable, new entities are not
going to happen,” said Pitts. “That new variable is the
voice of the patient. However, he said, “The patient
voice has to evolve from tellers of sad stories to part-
ners in science in order to be seriously considered in
drug development and drug review conversations.”

It has to be, he said, “the voice of the patient who
understands regulatory science and drug develop-
ment.”

This is a major challenge, he admitted, particularly
since scientists and patients address disease topics
from different perspectives. “It’s hard to talk to a
scientist about quality-of-life measurements because
they’'ve been taught their entire career that it's mean-
ingless data, and it's tough to talk to patients about
randomized controlled clinical trials and P values
because they don’t know what you're talking about.”

That is changing under the FDA’s patient-focused
drug development program, which requires that drug

Science, Innovation and Technology Summit:
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sponsors involve patients in clinical trial design and
that regulators consider patient concerns when eval-
uating drugs for approval.

For instance, patient advocates for Duchenne’s mus-
cular dystrophy actually drafted the regulatory guid-
ance for drug development for the disease. “Think
about that,” Pitts said. “Patient groups working with
the FDA to write the guidance as to how drugs for
their disease state should be addressed. That's part-
nership.”

However, few patient organizations have the exper-
tise to take that on. “Who is training the patient
groups to evolve into scientific partners of data?” he
asked.

KEY POINT

Patient advocates need to better understand the
science around pain and clinical trials, while re-
searchers need to better understand the unique
needs of people dealing with chronic pain.

‘ ‘ FINDING YOUR VOICE

“You've got to find your people and
let them lift you up and hold you
down when you need it, because
they will help you tap into that core,
authentic inner voice.”

- Jenni Grover, founder of ChronicBabe



SESSION 5:

Bring About Change Through Policy

Three speakers addressed the role of the federal government and
its policies in pain management and research.

(&)

Cindy Steinberg Alicia Richmond Scott, MSW
National Director, Policy and Advocacy, U.S. Pain Designated Federal Officer, Pain Management Best Practic-
Foundation es Inter-Agency Task Force, Office of the Assistant Secretary

for Health, U.S. Department of Health & Human Services

"Pain policy is really a _
Ms. Scott discussed the recently released report from the

compllcated pUZZ[e with Pain Management Best Practices Inter-Agency Task Force,
many different authorities and noting that the task force received more than 10,000 public
TR L : comments on the draft report, a sign of the interest in this
jurisdictions owning control of topic.

dnferent parts Of the pUZZ[e' “The report underscores the importance of individualized,

- Cindy Steinberg, National Director of multimodal, multidisciplinary care,” she said. “The next
Policy and Advocacy, U.S. Pain Foundation steps are to address research, access to care and pay-
ment issues.”

Ms. Steinberg focused on the lack of coordination
among public entities when it comes to pain. For
instance, state medical boards control certain
practice policies, but federal law determines

However, she stressed, “this is not the sole responsibility of
the federal government. We want to make sure that there
is a collaboration between the federal government and ex-
medication scheduling and policies. Numerous ternal stakeholders, including those at the state and local
agencies are involved in pain policies, including level governments, so we'’re all on the same page and are

the Food and Drug Administration, Health and better able to support individuals in pain.”
Human Services, the Centers for Disease Control
and Prevention, the Drug Enforcement Agency,
the National Institutes of Health (NIH) and various
state agencies, including public health depart-
ments and Medicaid programs.

Ellen Blackwell, MSW

Senior Advisor, Center for Clinical Standards and Quality,
Centers for Medicare & Medicaid Services (CMS)

She highlighted the NIH’s HEAL initiative, a Ms. Blackwell highlighted the numerous opportunities for
nearly $1 billion research program designed consumers and clinicians to interact with the Centers for
to advance our understanding of pain by Medicare & Medicaid Services, and the agencies efforts in
identifying biomarkers, endpoints and signa- the area of pain management.

tures of pain conditions, as well as providing
evidence-based, nonaddictive treatments for
discrete pain conditions. Part of that initiative
is the Acute-to-Chronic Pain Signatures proj-
ect, which seeks to understand the biological
characteristics of people who are susceptible to
transitioning from acute to chronic pain.

They include email and press release lists; serving on

CMS technical export panels; involvement with Medicaid
agencies to track requested changes in coverage; providing
input through CMS’s open-door forums; commenting on
legislative changes published in the Federal Register; and
addressing internal affairs groups.

“You can affect change by talking to your state Medicaid

“Being successful in changing policy requires agency and going in and meeting with those people,” she
figuring out the locus of control for the issue that said. “Just like us, they do want to hear from their constitu-
you’re working on and making connections, edu- ents, the people that they serve.”

cating, convincing, cajoling, influencing, whatever

you need to, to make the change,” she said. “I urge you to raise your voice,” she concluded. “You can’t

talk to us enough.”

MEDICARE RESOURCES OF INTEREST
1-800-MEDICARE

Chronic Conditions Warehouse

Mapping Medicare Disparities
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https://www2.ccwdata.org/web/guest/home/
https://www.cms.gov/About-CMS/Agency-Information/OMH/Downloads/OMH-CMS-MMD-Tool-Overview.pdf

On Day 2, Summit participants split into four groups to hold in-depth discussions about critical issues highlighted
during the meeting: access and affordability; education; patient engagement; and stigma. Some of the challenges
and opportunities identified are reflected here.

ACCESS AND AFFORDABILITY EDUCATION
CHALLENGES CHALLENGES
B Multimodal therapies often are not covered by B More recognition is needed for the complexity,

insurance, limiting access to complementary
therapies.

Access to chronic pain treatment, including pain
specialists, often is limited by geographic location.

Prior authorization and practice management
inexperience are common barriers.

Lack of evidence-based data for integrative and
alternative therapies prevents insurers from
including them.

The Family and Medical Leave Act is now well
understood by employers and employees.

OPPORTUNITIES

Identify best practices for treating and managing
chronic pain and complex overlapping conditions.

The next frontier in medicine will be identifying
best practice for treating and managing chronic
pain and complex overlapping conditions.

Improve definitions for what quality care looks

like for individuals with chronic pain, which will
improve all aspects of the health care system they
encounter.

Advocate for more funding and research, as well
as for more pain specialists, to help call attention
to the many needs of individuals with chronic pain
conditions.

Science, Innovation and Technology Summit:
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pervasiveness and range of issues associated with
chronic pain conditions.

B Chronic pain is a multidisciplinary disease that
requires a multidisciplinary approach.

B Payers are not engaged in discussions and
solutions focused on chronic pain treatment and
management coverages.

B [solation and lack of resources contribute to poor
outcomes.

B Lack of education about chronic pain contributes
to stigma among health care providers, the public
and patients.

OPPORTUNITIES

B Advocate for multidisciplinary treatment for chronic
pain.

B Engage payers in discussions about solutions for
best practice management/coverage of chronic
pain conditions.

B Bring chronic pain education to Ob/Gyn and
primary care settings. They must be part of the
conversation.

B Improve access to resources by using technology,
social media and other platforms.

B Help patients and providers understand the

science behind pain, known as therapeutic
neuroscience.



PATIENT ENGAGEMENT

CHALLENGES

STIGMA

CHALLENGES

Patients lack awareness about their rights.

New regulatory barriers—pharmacies checking
with physicians about medications—create
dehumanizing obstacles and prevent timely
access to treatment.

Too few pain specialists and delayed referrals to
specialists lead to delayed diagnoses.

Lack of diagnostics and common terminology
for patients to describe symptoms undermines
communication with health care teams.

Limited time with clinicians affects need to
discuss/evaluate comorbidities.

OPPORTUNITIES

Educating patients about their rights, state laws
and the process for protesting rights violations,
can make them stronger advocates to help
educate clinicians and lawmakers, and other
chronic pain patients.

Improved communication between clinicians and
pharmacies.

A role exists for payers and case managers to
help remove barriers by engaging in the process.

Advocacy can contribute to the evolving science
exploring the dimensions of chronic pain.

Talking about the stigma applied to chronic pain
can diminish stigma’s impact.

Self-stigmatizing thoughts and behaviors worsen
living with chronic pain.

Pain often is an invisible condition; health care
providers talk more “at than with.”

If you tell someone you suffer from chronic pain,
they assume you're an addict.

Stigma leads to isolation, especially for women in
disadvantaged environments.

Many health care providers have biases
connected with chronic pain-related conditions.

OPPORTUNITIES

Use accommodations available and own being
disabled.

Language used to discuss chronic pain is
important. Advocate against dehumanizing terms,
like “addict.”

Humanize the chronic pain story by engaging
individuals living with chronic pain.

Continue to educate health care providers
about chronic pain, from the perspective of the
individual with chronic pain.

Build a team who will help you advocate with
health care providers and fight stigma wherever
you find it.

‘If you want to be an advocate for the community, you're going
to face moments day-to-day, week-to-week, where you have a
moment, you have a chance to speak up’

- Jenni Grover, founder and author, ChronicBabe
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CLOSING PLENARY:

Pain, Resilience and How We Heal

Kate Nicholson
Civil rights attorney, speaker and writer

‘Pain is a dance. And as any dancer
knows, it's about finding a balance
between strength and flexibility
or strength and fragility; between
surrender and fight; between learning
self-care, but also letting other
people take care of you; between
meeting your goals and going out
toward them, but also resting when
you need to; between experiencing
difficult emotions, truly grieving them,
but then letting them go and not
holding on to them!
- Kate Nicholson, Civil rights attorney,

speaker and writer

Ms. Nicholson’s chronic pain journey began more than 25
years ago with a surgical injury. “After that, | was unable to
sit or stand or walk, with the exception of a couple of feet

with a walker, for the next 15 years,” she said. What she
found, though, was a way to remain resilient throughout
the ensuing nightmare.

She described resilience as a scale with the individual as
the fulcrum and positive or negative experiences tilting the
person one way or another. “Where the fulcrum sits is a little
bit dependent on your genes and how you respond to nega-
tive stress. But the quality of stressors also matters, in par-
ticular the intensity and duration of the stress, which poses
a problem for chronic or intractable pain.” It can overwhelm
the system, she said, transforming adversity into trauma.

However, there are ways people can build resilience de-
spite of the negative experience. The most important way
is to cultivate social and cultural support, which can pro-
vide emotional scaffolding to buffer the effect of negative
events. (Figure 5.)

Other techniques that have helped her over the years
include meditation and relaxation therapies, journaling,
drawing and taking in the works of established artists. “Art
helps me experience or have a venue for the turbulence
within,” she said. “I found that sketching, for

example, created a calm, centered place inside me.
Sketching must have used a different form of concentra-
tion because | had the energy for it.” (Figures 6).

Figure 5: ‘Art Rx’ for Chronic Pain Patients
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Viewing works of art can have an analgesic effect on chronic

Doctors in Quebec Will Soon Prescribe Museum Visits

pain and alleviate feelings of isolation for patients who suffer as Medicine
from it, according to a study by researchers at University of The pilot program employs art to relieve a variety of physical and mental illnesses.
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She also had resources: Good health insurance, a sup-
portive employer and close friends got her through. And
research shows that resilience is about resources: What
we receive from the outside is as important as what lies
within us. Indeed, studies on women with chronic pain sug-
gest that those who were most resilient were white women
of significant economic means. Presumably these women
are not worried about losing their homes, if they lose their
jobs. They have access to the best medical care. They can
arrange for transportation and for extra care,” she said.
Thus, she said, “It’s important to remember that things

like the availability of sick leave and how quickly aid comes
in after a natural disaster and even whether a group is
subjected to discrimination matters in terms of how people
fare during difficult circumstances.”

“Therein lies the danger of the ‘inspiration’ story,” she
said. “It lets us off the hook for interrogating the systems
that are causing these problems. It elevates the individual
- sometimes, at the expense of the group.”

KEY POINT

Women have the strength within themselves to become
resilient and better manage their chronic pain, but
access to resources can affect to how well one fares.

FIVE WORDS TO PUSH BACK AGAINST PAIN

Ms. Nicholson highlighted five concepts important to
resilience:

1. Pleasure. Find what makes you feel good and hold on
to it.

2. Patience. Pain is an endurance test, and you need to
learn to be patient with yourself.

3. Perseverance. Find a way to make social contacts.

4. Pause. Take time out when you need to rest, and
try and find those things that give you a sense of
relaxation and stillness.

5. Perspective. Even with the most intractable chronic
condition, there are always ebbs and flows. Holding on
to the times that are better and remembering them is
important, so you don’t feel like you're just stuck in an
unrelenting rut.

N .

Figure 6: A First Sketch

\L. Ly

Resilience can show up unexpectedly, Ms. Nicholson found.
When she started to draw, Ms. Nicholson was amazed that she
even had the energy to put pain to paper. She noticed sketch-
ing turned her focus outside of herself and awakened different
parts of her brain.

‘ ‘ FINDING YOUR VOICE

“Women in pain have basic rights.

These include the right to be treated
with dignity and respect, the right to
disagree and the right to be heard.”

- Penney Cowan, founder and CEO of the
American Chronic Pain Association
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Chronic Pain in Women




APPENDIX 1: AGENDA

DAY 1: JULY 17, 2019

Science, Innovation and Technology
summit: Chronic Pain in Women—Focus on
Treatment, Management and Barriers

9:00 - 9:15 A.M.
WELCOME REMARKS

Elizabeth Battaglino, RN-C, CEO, HealthyWomen

9:15 - 9:45 A.M.
KEYNOTE PRESENTATION
Chronic Pain in Women: A Transformative Journey

Anita Gupta, DO, PharmD, MPP, Professor, Rowan University School
of Medicine and Senior Vice President, Heron Therapeutics

9:45 - 10:15 A.M.
OPEN PLENARY

Sex, Pain and Death
Jeffrey Mogil, PhD, Professor of Psychology, McGill University

10:30 - 12:00 P.M.
SESSION 1: RESEARCH ADVANCES AND
INNOVATIONS IN TREATMENT

Individual Differences in Pain Perception: The Need
for a Personalized Approach
Roger Fillingim, PhD, Distinguished Professor, University of Florida

Molecular Mechanisms of Chronic Pain With a Focus
on Migraine
Gregory Dussor, PhD, Associate Professor, University of Texas

Unmet Needs and Emerging Drugs for Chronic Pain
Srinivasa Raja, MD, Director of Pain Research, Johns Hopkins
Pain Treatment Center

Technological Advances in Chronic Pain

Julie Pilitsis, MD, PhD, Professor of Neurosurgery, Albany Medical
School

1:00 - 2:30 P.M.
SESSION 2: MANAGEMENT AND PREVENTION
STRATEGIES

Application of Behavioral Strategies and
Interventions for Pain Control

Michael T. Smith, MA, PhD, Professor of Psychiatry and
Behavioral Sciences, Johns Hopkins School of Medicine

Evidence-Based Efficacy of Noninvasive
Nonpharmacological Approaches and Their
Effectiveness in Treating and Managing Chronic Pain

Marie Hoeger Bement, MPT, PhD, Associate Professor, Marquette
University

Importance of Self-Management in Chronic Pain

Yvonne D’Arcy, MS, APRN-C, CNS, FAANP, Co-Chair of Pain
Management Specialty Practice Group, American Association of
Nurse Practitioners

Science, Innovation and Technology Summit:
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Role of a Strategist to Help Patients Improve Pain
and Overcome Daily Frustrations
Lindsay Weitzel, PhD, Migraine Strategist and Medical Writer

2:40 - 4:10 P.M.
SESSION 3: BARRIERS AND CHALLENGES IN PAIN
TREATMENT AND MANAGEMENT

Barriers to Providing Integrative Pain Care

Bob Twillman, PhD, Clinical Associate Professor of Psychiatry,
University of Kansas Medical Center

Discuss Challenges to Pain Treatment Unique to
\¥omen

Mary Driscoll, PhD, Associate Research Scientist, Yale School of
Medicine

Challenges Pregnant Women Face With Opiods—
Gender Differences in Pain and Substance Use
Disorders

Shruti Kulkarni, JD, Attorney, DCBA Law & Policy and Board of
Directors, Female Opioid Research and Clinical Experts (FORCE)

Overcoming Health Care Challenges: Maneuvering
Through Communication, Access and Cost Barriers
While Dealing With Chronic Pain

Jaime M. Sanders, Migraine Advocacy Patient Coordinator, GHLF/50-
State Network; Patient Advocate/Blogger, The Migraine Diva

4:20 - 5:20 P.M.
UPDATES FROM THE OFFICES OF WOMEN'S HEALTH

A Look at Pain, Opioids and the Influences of Sex
and Gender

Kaveeta Vasisht, MD, PharmD, Acting Associate Commissioner,
Office of Women’s Health, Food & Drug Administration

NIH Pain Research in the HEAL Era: Enhancing
Impact by Considering Sex as a Biological Variable

David Thomas, PhD, Special Advisor to the Director, Office of
Research on Women'’s Health, National Institutes of Health

6:00 - 6:40 P.M.
DINNER & SPECIAL PROGRAM

“Finding Your Voice”

Penney Cowan, Founder and CEO, American Chronic Pain
Association

Jenni Grover, Founder and Author, ChronicBabe
John Garrett and Cynthia Toussaint, Co-Founders, For Grace

Shoshana Lipson, Founder of Migraine Facebook support groups
and migrainemeanderings



DAY 2: JULY 18, 2019

9:00 - 9:15 A.M.
OPENING REMARKS

9:15 - 9:45 A.M.
KEYNOTE PRESENTATION

Bias Against Women in the
Treatment of Pain

Diane E. Hoffmann, JD, Professor of Health
Care Law, University of Maryland

9:45 - 10:15 A.M.
OPEN PLENARY

Racial and Ethnic Disparities, Lived
Pain Experiences and Stigma
Carmen Green, MD, Professor,
Anesthesiology, OB-GYN, and Health
Management & Policy, University of
Michigan

10:30 -12:00 P.M.
BREAKOUT SESSIONS

1:00 - 2:30 P.M.

SESSION 4: EFFORTS TO ADDRESS
BARRIERS IN CHRONIC PAIN
TREATMENT

Implementing the National Pain
Strategy at the State Level to
Improve Education About and
Treatment of Chronic Pain

Cynthia Toussaint, Co-Founder, For Grace

Opioid Addiction in Women:
Short- and Long-Term Implications

Kim Templeton, MD, Board of Directors,
American Medical Women'’s Association
(AMWA)

Breakthrough Solutions for Pain
and Opioid Care

Elizabeth Ann Stringer, PhD, Chief Science
and Clinical Officer, axialHealthcare

The Patient Voice in Pain and

Development of Pain Therapeutics

Peter Pitts, President, Center for Medicine
in the Public Interest

2:45 - 3:45 P.M.

BUILDING A ROADMAP TO BEST
PRACTICES FOR CHRONIC PAIN
TREATMENT AND MANAGEMENT

3:45 - 4:30 P.M.
SESSION 5: BRING ABOUT CHANGE
THROUGH POLICY

Alicia Richmond Scott, MSW, Designated
Federal Officer, Pain Management Best
Practices Inter-Agency Task Force, Office
of the Assistant Secretary for Health, U.S.
Department of Health & Human Services

Ellen Blackwell, MSW, Senior Advisor, Center
for Clinical Standards and Quality, Centers
for Medicare & Medicaid Services

Cindy Steinberg, National Director, Policy
and Advocacy, U.S. Pain Foundation

4:30 - 4:55 P.M.
CLOSING PLENARY

Pain, Resilience and How We Heal

Kate Nicholson, Civil rights attorney,
speaker and writer

4:55 - 5:00 P.M.
CLOSING REMARKS

Science, Innovation and Technology Summit:
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HealthyWomen's Chronic Pain Survey
Executive Summary

Introduction

This report provides an overview of a HealthyWomen survey of women
who experience and live with chronic pain. The survey aims to capture
their views on how pain should be treated and managed, including the
impact of chronic pain on their daily lives. We surveyed participants on:

® Pain cause and diagnosis

® Pain treatment
® Health care provider's treatment of pain

® Pain's interference with daily activities

® Access to information on pain

Methodology

A total of 1,004 respondents completed the online survey between
May 23, 2019, and June 18, 2019. Respondents were reached via social
media, newsletter and partner outreach.

%b"v 5 a Va‘i %7 /MZ

Key Findings

® Ofthe 1,004 women who have experienced ® Sixty-two percent of women sometimes

persistent or recurring pain for more than
three months, 90 percent have received a
diagnosis for the cause of their pain. Common
causes of pain reported by respondents
included arthritis, migraine, fibromyalgia,
autoimmune diseases, pain related to surgery
and spinal disc issues.

Nearly half—48 percent—of respondents

are treating their pain with opioids. The most
common pain treatments, other than opioids,
are other prescription medications, over-the-
counter medications (like ibuprofen, aspirin,
naproxen, acetaminophen) and physiotherapy
(movement/exercise).

Thirty-six percent of respondents don't think
their health care provider (HCP) takes their
pain seriously. Forty-five percent say their
HCP is somewhat understanding, and 17
percent say their HCP is not understanding.

feel hopeless and/or helpless about their
pain, with 35 percent saying they always feel
hopeless and/or helpless.

Almost all respondents—95 percent—say
their pain affects their ability to live a fulland
active life. And more than half (53 percent) say
their pain interferes with their sleep.

® Thirty-eight percent of respondents think they

do not have access to enough information
about pain. The most popular positive
changes women say they would like to see
about how pain is managed are: adequately
trained providers (65 percent), support from
HCP (58 percent), and availability of resources
(56 percent).

Science, Innovation and Technology Summit:
Chronic Pain in Women
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