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Outline

Congenital syphilis cases demonstrate we have a broken reproductive
healthcare system

What is known (and unknown) about the care experiences of people facing
significant barriers to pregnancy care

How does syphilis screening/treatment fit into this context?

Providing healthcare services, including syphilis screening/treatment, to women
facing significant barriers to care



UGSk

Univarsity of Calitornia

Bixby Center

for Global

Reproductive

Health San Francisco

Congenital syphilis prevention cascade
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Received any prenatal care

230 days prior to delivery 88.0%

Tested for syphilis

230 days prior to delivery 89.4%

Received adequate treatment regimen

that began 230 days prior to delivery 76.9%

Potential congenital syphilis cases averted

Estimated proportion of pregnant women with syphilis (n = 2508) who received congenital syphilis prevention services and estimated
proportion of potential congenital syphilis cases prevented, United States, 2016.

Kidd et al. STD 2018.
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Characteristics of mothers with congenital syphilis
(CS) cases (N=67) in 5 counties, 2017
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Slide courtesy of Ashley Dockter, CA DPH




Reproductive

Linl vareity of California

Homelessness in mothers of babies with congenital
syphilis (CS), CA (except SF & LA)

In-depth review of CS cases; data collected outside routine
surveillance

Reviewers document homelessness if any mention in investigation
notes, interview, or medical record

2017: among mothers of CS cases, 23% had homelessness
noted

Data courtesy of Nicole Olson Burghardt,
Epidemiologist, STDCB, CDPH
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25% of all people in the US experiencing
homelessness live in CA.

EXHIBIT 1.6: Estimates of Homeless People
By State, 2017
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7,220 ' The 2017 Annual Homeless Assessment Report (AHAR) to Congress, Dec. 2017.
https://www.hudexchange.info/resources/documents/2017-AHAR-Part-1.pdf
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CA has the highest proportion of unsheltered individuals nationwide--
~50% of all unsheltered people in the country.

EXHIBIT 1.7: States with the Highest and Lowest Rates of Unsheltered People
Experiencing Homelessness

2017
CALIFORNIA NEVADA OREGON HAWAII MISSISSIPPI
68.2% 58.4% 57.1% 52.6% 48.8%
134,278 Homeless 7,883 Homeless 13,953 Homeless 7,220 Homeless 1,472 Homeless
91,642 Unsheltered 4,578 Unsheltered 7,967 Unsheltered 3,800 Unsheltered 719 Unsheltered
IOWA NEBRASKA NEW YORK MASSACHUSETTS RHODE ISLAND

(o) (o) o (o) (o)

3.8/0 408/0 5'1 /o 506/0 508/0
2,756 Homeless 2,501 Homeless 89,503 Homeless 17,565 Homeless 1,180 Homeless
104 Unsheltered 120 Unsheltered 4,555 Unsheltered 991 Unsheltered 69 Unsheltered

The 2017 Annual Homeless Assessment Report (AHAR) to Congress, Dec. 2017.
https://www.hudexchange.info/resources/documents/2017-AHAR-Part-1.pdf
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Women experiencing homelessness: violence,
trauma & PTSD

Violence is the leading cause of homelessness for women and families

e 20-50% of homeless women and children are homeless due to
violence

« Homeless women are far more likely to experience violence compared with
women who are not homeless

« Domestic violence shelters are prohibited from reporting client
iInformation—> estimates undercount number of homeless women/families

« PTSD among women experiencing homelessness: ~40%

ACOG committee opinion; Whitbeck, J Traumatic Stress, 2015.
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Homelessness and pregnancies

 Historical data

« Twice the prevalence of pregnancy compared to women who
are stably housed

« ~75% of pregnancies are “unplanned” in women
experiencing homelessness

Saver, Women’s Health, 2012.
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Sidebar: what does a “planned pregnancy’ really
mean?

* Not all women are “planners”

* Pregnancy “intendedness” in stigmatized groups may be harder
to assess / more likely to be underestimated

Dehlendorf, Contraception 2018; Aiken, Persp Repro Health 2016
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Reproductive justice

The human right to have children, not have children, and
parent in safe communities - SisterSong
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Homelessness and pregnancy intentions, San Francisco

Age (mean)

31 years
Homeless >1 year 78%
Unsheltered 69%
Desire pregnancy in the next year* (n=30)
Yes 30%
Don’'t know 17%

How would you feel if you found
out you were pregnant today?

S D | PN N R L _
SViiliIcwiidL vi vcly uappy

0O /0

Unsure 14%

Somewhat or very unhappy 27%

* Two women were pregnant at the time of interview

Seidman, Newmann, unpublished data 2018.
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Homelessness and contraception, San Francisco
I e

prevention at last intercourse
Nothing
Withdrawal

Anal or oral sex instead of vaginal

Using a clinician-prescribed contraceptive method

Fertility Awareness Method

None of the above Seidman, Newmann

** Respondents could choose more than one method unpublished data 2018.




Unlvanﬂw aof California
San Francisco

Bixby Center
for Global
Reproductive
Health
#——

Pause.

Applying the concepts of reproductive justice to our w
is challenging.

How do you feel about an unsheltered woman who injects drugs wanting to get pregnant and start
a family?

How do you feel about an unsheltered woman stating that no contraception works for her, and if
She gets pregnant, so be it?

How do you feel about a woman who presents to the emergency room at 34 weeks with no
prenatal care, who is focused on treating scabies and refuses prenatal labs?



Homeless women'’s reproductive & parenting histories, San
Francisco (n=55)
Q2. Do you want to be

pregnant in the next 12
months? (n=55) Q3. Have you ever been pregnant? Q4. Have you ever given birth?

‘ W Yes M Yes

mYes

m No m No H No
® Maybe

Of 36 women who have given birth, only 1 had a child in her custody

Unpublished data, HHOME program. Slide courtesy of Dr. Deb Borne.
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Women accessing care at substance use treatment
programs, M| (N=271; facilities=30)
Reproductive Health History | _Percent _

Sex for money/drugs 55 Interviews: Emerging Themes
Pelvic Inflammatory Disease 16

Hepatitis C 24

earo
Preoccupation with Use
HIV/AIDS 1 i

* Reproductive health is a low e Patients don't feel comfortable
priority, especially prior to disclosing substance use

engaging in treatment ¢ Discrimination by health care
provider because of addiction

Barriers to Reproductive Health m

Cost 43
Stigma/fear of mistreatment 36
Fear of results 23
Fear of child protective services (CPS) 27
Lack of transport 22
Don’t know where to go 23

Slide courtesy of Lauren MacAfee, unpublished data
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A real-life example: pregnant woman, homeless, uses meth,
23 weeks pregnant presents to ER after assault

e w r y 'nlea

USE' Pt erperﬁs Sr
pted but gets upset talk

in ‘abcjut ]
time but encouraged ‘ i

to retmn If interested.

,.ncy. Pt reports she is hayi Ing a baby boy and is due

0 tpregnancy has not accessed prenatal care
| EDSﬂ!scussed hemeless. prenatal progr;




What message would you like to pass on to health

providers about working with women experiencing
homelessness?

“Even if they come here stinking, don’t turn them away. Just
help them.”

“Housing is real and it’s hard ... that is the biggest thing for
everybody out here -- to be homeless.”

“Don’t try and push anything ...if someone doesn’t agree (and

you push it), they will completely shut down about anything you
have to say afterwards.”

“Just treat us like people. Educate yourself.”

Seidman, Anderson, Borne, Shapro, Newmann,
unpublished data 2018.
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Syphilis prevention and treatment for pregnant
women with histories of trauma and other significant
barriers to care

« Contextualize the encounters in which pregnant women with
histories of trauma contact the healthcare system

* Discuss best practices to care for people with significant trauma
histories

* Apply a reproductive justice lens
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Trauma-informed care

Trauma results from an event, series of events, or set of circumstances
that is experienced by an individual as physically or emotionally
harmful...that has lasting adverse effects on the individual’s functioning
and mental, physical, social, emotional, or spiritual well-being.

* Perceptions and experiences of trauma vary dramatically
 Trauma overwhelms our coping capacities

SAMSHA, National Center for Trauma Informed Care
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Trauma & Triggers

Trigger — a stimulus that sets off a memory
of a trauma

« some can be identified & anticipated;
others are subtle and unexpected

Dysregulation — stress response in addition
to physical changes in the brain

Slide courtesy of Lauren MacAfee

One tiny little stupid thing-
a song, a smell....

someone tapping me on the
shoulder or even an

unexpected hug....

sand I'm a
disaster for
he rest of
he day.
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Medical settings can be a trigger

Physical triggers

Touch

Removal of clothing

Invasive procedures/tests/exams
Vulnerable positions

Emotional triggers

Personal, invasive questions
Power dynamics/loss of power
Loss of privacy

Coercive or or stigmatizing
language
Lack of choice

Slide courtesy of Lauren MacAfee
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How can we respond?

« Use universal precautions, trauma-informed care
* Reproductive healthcare may be particularly triggering
 Reframe: welcome people into care

* Where have you been? -2 Welcome back. We are glad you are
here.

« Use language carefully

* Provide patient-centered care, recognizing the effects of
homelessness (and other determinants) on pregnancy
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Trauma-informed encounters

« Establish rapport in a safe and respectful setting
« Give patient power and control wherever possible
. Meet patient with clothes on
Knock on the door, WAIT for response
«  Start when she is ready, take a break if needed

« Collaborate: acknowledge that she is the expert on her body, her past
experience, her current situation

« Ask: What can we do to make this experience better for you?

Slide courtesy of Lauren MacAfee
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Trauma-informed communication

« Listen, don't interrupt, be fully present
« Slow down speech, be patient
* Ask questions rather than commands

 When you’re ready, would you please show me where you’d like this
shot?

* Avoid invasive questions. Only ask questions that serve a purpose.
* Acknowledge and validate concerns
* Non-verbal cues

Mary Howe, HYA; Lauren MacAfee
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Grounding / Responding to triggers

 Reassure and normalize the response — acknowledge she is
responding appropriately to an anxiety-producing event

 Use a calm, matter-of-fact voice

* Avoid sudden movements

« Explain what you are doing and why; stop, wait

* Bring her back to the moment: water, blanket, a hand to hold

Slide courtesy of Lauren MacAfee
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The power of words

Stigmatizing words Alternatives

Homeless people People experiencing homelessness

Non-compliant Has significant barriers to care /
taking medicines

Unfit to parent Unable to parent at this time

Addict, abuser, junkie, user Person with addiction, person with a
substance use disorder

Clean Substance-free, in recovery

Drug habit Substance use disorder, addiction

Drug of choice Drug of use

Replacement or substitution therapy  Treatment, medication, medication-
assisted therapy

Refusing care Declining care, unable to receive

services at this time Mary Howe, Homeless Youth Alliance;
Laren MacAfee
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Received any prenatal care

230 days prior to delivery 83.0%
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Tested for syphilis

230 days prior to delivery 89.4%

Received adequate treatment regimen

that began 230 days prior to delivery 76.9%

Potential congenital syphilis cases averted

very visit is a prenatal visit

Estimated proportion of pregnant women with syphilis (n = 2508) who received congenital syphilis prevention services and estimated
proportion of potential congenital syphilis cases prevented, United States, 2016.
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Every visit is a prenatal visit
v" What does SHE want / need?

v" What can YOU offer?

1.  Prenatal labs
2. Vaccines
1. Prenatal (TDAP, flu) and Hepatitis A, B
3. Anatomy scan
4.  Prevention options
1.  HIV (PrEP, PEP, TasP, condoms), other STls
2. Needle exchange, safer injection practices, Narcan
Substance use counseling / treatment
IPV resources
Housing resources
Mental health resources
Stabilization / admission
Outreach/follow-up with a warm handoff
Knowledge of services/orgs that will meet her needs — drop-in hours, welcoming staff, etc.

T 20PN O

= O -
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Every visit can be a preconception visit

Univarsity of Calitornia

1. ASK about pregnancy intentions; offer preconception, contraception,
pregnancy or abortion services as appropriate

2. OFFER:

« Labs (RPR, HIV, Hepatitis serologies, Rubella, VZV, GC/CT)

« Vaccines

* Prevention options (HIV, STls, needle exchange, safer injection practices, Narcan)
« Substance use counseling / treatment

« |PV resources

* Housing resources

* Mental health resources

» Qutreach/follow-up with a warm handoff
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Prenatal
labs

Vaccines

Prevention
counseling

Where am
| going to
sleep
tonight

| really
need to

charge my

phone

I have a
court date
tmrw ...and
it's going to
be horrible

| hope my
stuff is still
there when
| get back
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Accepting our roles

While we would all love to receive instant respect and gratitude we aren’t going
to get it and the sooner we accept that, the easier and more fulfilling our work
will be. The youth we encounter don’t owe us anything for working with them.
While they appreciate our presence and willingness they are here because they
need something. These youth are incredibly tough, resilient and more often
than not, resistant to traditional forms of care; they are seeing us as a last resort
because they can'’t fix this problem themselves. You will need to be accepting,
humble, consistent and patient to earn their trust...

Nobody saves anybody else. People save themselves. Dignity and self-worth
are not things we are going to give them. Self esteem is a result of their own
Skills, and resilience. By treating them with respect and dignity it helps create
opportunities for those qualities to grow.

ni vargity of California

Mary Howe, HYA
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Ask for permission to collect multiple forms of contact
info and to do outreach.
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Facilitate warm hand-offs that day (when possible);
know and use your partners.

KEEP
CALM

AND

LET THE PUBLIC HEALTH
NURSE HANDLE IT

Team LILY

What we do: Team LILY is a ZSFG-based roving care team providing wraparound services
to pregnant people experiencing significant barriers to engagement in clinic-based prenatal
care. We primarily serve pregnant people with housing insecurity, active substance use,
and/or mental health diagnoses.

Who we are: Team LILY is a collaboration between HIVE, ObGyn, OB-Psychiatry, and
Solid Start.
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Approaching (pregnant) women diagnosed with
syphilis

 What are the woman'’s priorities?

 Assess pregnhancy intentions

 Provide wrap-around services
*  Who knows her best? Who does she trust?
 Bring services to her

« Offer an integrated prevention approach: HIV, other STls, contraception if desired,

preconception care if applicable, prenatal or abortion care, housing, substance use
treatment, IPV resources

* Invite her to L&D for treatment and stabilization
 Provide a warm handoff
 Educate L&D providers
 Develop a plan with her for next steps
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Our most challenging (& rewarding) story to date - PCN
desensitization for a woman who HATES hospitals.

Prior child removal

Sleeping in a tent

Using meth & heroin

Complex PTSD with regular outbursts

Extensive street family who also do not trust the healthcare system

Requires PCN desensitization for syphilis treatment
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Our approach

What are her priorities?

 Assess pregnancy intentions

 Provide wrap-around services
«  Who knows her best? Who does she trust?
 Bring services to her

« Offer an integrated prevention approach: HIV, other STls, contraception if desired, preconception
care if applicable, prenatal or abortion care, housing, substance use treatment, IPV resources

* Invite her to L&D for treatment and stabilization
 Provide a warm handoff
Educate L&D providers
 Develop a plan with her for next steps
« Don't give up if it doesn’t work the first time!
 Ask questions / push limits when care systems don’t meet patients’ needs
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Take-aways

We have a broken reproductive healthcare system that does not meet the needs of people affected
by trauma.

Linl vareity of California

Trauma is pervasive.

We have an opportunity to

« provide trauma-informed care, and develop trauma-informed clinics/orgs and systems
« use and reflect on principles of reproductive justice in our work

» develop partnerships to facilitate warm hand-offs within our current system

* rethink care systems to minimize barriers to entry

* rebuild trust with individuals who have experienced trauma from the healthcare system



Questions? Comments?

I'd appreciate learning about your experience.

Thanks!
Dominika.seidman@ucsf.edu

40
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