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Today’s Learning Objectives

 Discuss the importance of sexuality education
and support for those affected by SCI

e Describe the need for continuous and relevant
information specific to sexuality post-SCI

e Offer an important resource
for people with SCI, their family,
friends, and healthcare providers



Background...

Spinal cord injury is sudden and life changing

Life is turned upside down
* Enfire Family

* Friends

e COmmunity

Coping with the injury
* Physical

* Psychological
 Socidal

* Financial



Trauma, Hospitalization, & Rehab

Balancing Physical and Psychological Needs
e Level of injury

* [Immediate medical concerns

* Treatment, meds, rehab

e Complications - pain, spasticity, UTl’s, blood
clots, pressure ulcers, autonomic dysreflexia

Emotional Shock
* This can’t be happening to me

Denial vs. Hope
* This is only temporary



Trauma, Hospitalization, & Rehab

Initial Goals

e Impart knowledge of new injury

* Enhance level of independence

* Prepare for rejoining pre-injury activities
including work or education

* Return to the community
as soon as possible

Focus is, primarily, on
the injured individuadl
» Shorter lengths of stay



But What About Sexuality...

Early after injury, people with SCl and
their families begin asking questions

 Relationships & Attractiveness
e Sexual Experiences
* Ability to Conceive

* Future Parenting



The Imporiance of
Sexuality & Reproduction

e Perhaps, more than any other factor, sexuality influences
our feelings about ourselves & our relationships

e Encompasses our sense of
self, biological make-up,
relationships, moral &
cultural beliefs, and the
way we relate in society

e Consistently identified
as one of the most
important fopics for
those with SCI



The Imporiance of
Sexuality & Reproduction after SCI

e Life does not end after SCI -
nor does the opportunity for
infimacy and a satisfying sex life

* Medical knowledge has advanced -
insufficient without addressing QOL

e Sexuality needs to be addressed
IN an organized, nonjudgmental
manner during rehabilitation and
as part of life-long follow-up

(Consortium for SCI Medicine; Clinical Practice Guidelines 2010)



The Headlthcare Provider Role

e Critical role in ensuring access to
information & services to promote
healthy sexual adjustment

* Must be knowledgeable
& comfortable

* Ability fo assess readiness

 Ability to refer for additional
information, support, peer
connections, & more...



FacingDisability.com

e Cutting edge, infernet-based project
e Decreased isolation, educate, & support

* Connect with experts,
peers & family members

* Instantly available



After an SCI, the Family Often
Has a Sense of Isolation

* 10,000-12,000 U.S. spinal cord injuries per year
e Half aged 16-30 af time of injury

* 80 percent male

* Half result in quadriplegia/tetraplegia

270,000 people now living with SCI



After only...

* 11 hospital days
* 36 rehab days

8 out of 10 people
with SCI return home



Now what???




VIDEO 1: INTRO




Collecting Life Experiences
In Coping With SCI

 What do family members
need to know right away?

* What are the most
important questions?



Look Who's Talking

More than 100 people: mothers, fathers, siblings,
spouses, children and people with SCI themselves

Recommendations from SCI professionals
e Rehabilitation Institute of Chicago
e Shriners Childrens
Hospital - Chicago
e Schwab Rehabilitation
Hospital - Chicago
* Magee Rehabilitation
Hospital - Philadelphia
* Marianjoy Rehabilitation
Hospital - Chicago



Close-Ups are Powerful




Keep It Short

The internet is an impatient medium
1,400 videos today...
90 percent of them are

LESS THAN ONE MINUTE LONG









How to Find Who You're Looking For




How to Find Who You're Looking For




How to Find Who You're Looking For




How to Find Who You're Looking For




How to Find Who You're Looking For




How to Find an Expert




How to Find an Expert




How to Find an Expert




What Are the Hot Topics?

Google Analytics
(June 1, 2013 - May 31, 2014)

97,000 visitors
318,000 Page Views

21% = Sex, Social Life,
Fertility, Family Relationships



What Videos are They Watching?

Ooyala Content Analysis
(June 1, 2013 - May 31, 2014)

45,000 video plays
/00 hours
55-seconds = average video play

17% = Sex, Fertility,
Social Life, Relationships



VIDEO 2: PERSONAL EXPERIENCES




What Expert Videos
Are Most Waiched?

“Sex and Fertility After Spinal Cord Injury”

Diane M. Rowles, MS, NP
Nurse Practitioner,

Spinal Cord Injury Program
Rehabilitation of Chicago

Diane Rowles accounts for
Q% of all videos watched



VIDEO 3: DIANE ROWLES




Forums




Forums

Popular Forum Discussions:

Should a spouse or partner
e a primary caregiver? = 485 views

| love him. | HATE his body. = 41 views



How 1o FInd Resources




Peer Counseling




VIDEO 4: SEX ADVICE AND INFORMATION



Henry B. Betts, MD

Physiatrist, educator,
advocate, humanitariarian

Dr. Betts has devoted his
career to improving the lives
of people with disabilities

"Will anyone ever love me?”
"Will anyone ever want to touch me?”



Share Your Story with
Our New Video App

Record your own videos
with your iPhone or iPad
and send them to us



A Spinal Cord Injury
Affects The Entire Family

: facingdisabilitycom
for families facing spinal cord injuries



