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Introduction

As stated by the World Health Organization, “Sexual health is a state of physical, emotional,
mental and social well-being in relation to sexuality; it is not merely the absence of disease,
dysfunction or infirmity. Sexual health requires a positive and respectful approach to sexuality
and sexual relationships, as well as to the possibility of having pleasurable and safe sexual
experiences, free of coercion, discrimination, and violence.”*?

Sexual Health

Peer-reviewed health literature indicates that people with Spina Bifida have varying levels of
satisfaction with their sex lives, with approximately half reporting dissatisfaction with their sex
lives.®>* Sexual satisfaction and intimacy are directly related to quality of life,® but they are rarely
studied. Sexual activity in people with Spina Bifida is delayed.® People with the lowest lesion
levels had the highest chance of finding a partner and engaging in sexual activity.®’” Lower
lesion levels are associated with sexual satisfaction.® In general, having hydrocephalus was
predictive of having more problems with sexual function and relationships.* Urinary incontinence
was associated with altered sexual functioning in multiple studies,”1° but not all.® Bowel and
bladder incontinence has been demonstrated to interfere with sexual activity,!* such that
continence enhances sexual functioning.'? As may be expected, restored penile sensation is
associated with improved sexual health and satisfaction.®

Sexual Education

The receipt of sexual education, especially as it relates to Spina Bifida, has been found to be
inadequate in multiple studies.”1!! Adolescents with Spina Bifida are less knowledgeable about
sex than their peers.'? Sex education specifically concerning Spina Bifida was rarely provided
by heath care professionals.!! Fewer than a quarter of people reported that their sexual
education was specific to Spina Bifida.* In a study by von Linstow, less than half of the subjects
reported that their sexual education at puberty was useful and one-third lacked knowledge
about how their sexual functioning was impacted by their disability.®

Both young men and young women wanted more information from their health care providers
especially about sexual education specific to living with Spina Bifida.'* Young women with Spina
Bifida want increased knowledge of fertility, birth control and heredity of Spina Bifida.**In a
qualitative study, the questions and concerns that youth with Spina Bifida reported fell into four
themes: romantic relationships, sexuality, fertility/parenthood, and the need for more sexual
education.'® Inadequate sexual education may explain why compared to healthy controls,
people with Spina Bifida were less likely to use birth control when sexually active.’

There also needs to be more sexual counseling for people with Spina Bifida in order to increase
their sexual satisfaction and quality of life.® The lack of access to information about sexual
health, training, and skill-building that is specific to people with Spina Bifida over their life span
contributes to these knowledge gaps and suboptimal outcomes. It is important to provide people
with Spina Bifida with opportunities to acquire relevant and accurate knowledge about sexual
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health, and to develop and implement skills to negotiate sexual desire, intimacy, and activity.
Doing so can support healthy sexuality while limiting negative outcomes of sexual activity
related to sexually transmitted infections, HIV transmission, unintended pregnancy, or sexual
exploitation. Sexual education and health promotion has proven to specifically benefit youth by
combining education with skill-development training.*8

Outcomes

Primary
1. Optimization of sexual health outcomes for people with Spina Bifida, leading to:
e Satisfaction with sexuality and sexual relationships.
¢ Knowledge of sexual health specific to Spina Bifida.
Secondary
1. Maximization of the ability of adults with Spina Bifida to participate as desired in
meaningful and fulfilling sexual relationships through the provision of accurate sexual
health education across the life span.
Tertiary
1. Empowerment of people with Spina Bifida to seek knowledge and skill-building regarding
sexual relationships by way of the advancement of knowledge and comfort of health care
professionals to provide them with sexual health education.

0-11 months
Clinical Questions
1. Is there evidence that prenatal closure impacts sexual function?
2. Is there evidence that discussing the neurologic sequelae of Spina Bifida improves
parent’s understanding of sexual health for their infant as they become an adult?
Guideline
1. Educate parents and caregivers about the anticipated neurologic sequelae of Spina Bifida
including how sexual functioning may be impacted and that sexuality is a part of life for
everyone including people with disabilities. (clinical consensus)

1-2 years 11 months
Clinical Questions
1. Should the timing of parental sexual education for children with Spina Bifida differ from
that of typically-developing children?
2. Does early sexual education improve sexual health outcomes or social adjustment for
children with Spina Bifida?
Guidelines
1. Educate parents and caregivers about the anticipated neurologic sequelae of Spina Bifida
including how sexual functioning may be impacted. (clinical consensus)
2. Educate parents and caregivers that sexuality is a part of life for everyone including
people with disabilities. (clinical consensus)
3. Provide factual information to parents and caregivers and encourage them to provide
developmentally-appropriate sexual education to their children.?°
4. Explore the parent’s expectations regarding their child’s sexual development.?
5. Explain that sexual exploration is a hormal and healthy part of early childhood
development.?
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6. Explain the importance of minimizing the child’s risk of sexual abuse through teaching
children about their body parts, privacy, who may touch their bodies and what do to if
inappropriate touching occurs.?

3-5years 11 months
Clinical Questions
1. What preschool activities promote healthy sexual development for children with Spina
Bifida?
2. How should health care professionals promote developmentally appropriate sexual
education for young children with Spina Bifida?
Guidelines
1. Provide factual information to parents and caregivers and encourage them to provide
developmentally-appropriate sexual education to their children, including information
about appropriate versus inappropriate touching.
2. Explore the parent’s expectations regarding their child’s sexual development.?®
3. Explain that sexual exploration is a normal and healthy part of early childhood
development.?*
4. Underscore the goal of continence (Bowel Function and Care Guidelines, Urology
Guidelines) for optimal sexual relationships in the future. (clinical consensus)
5. Review relevant literature that addresses sexual health and education, such as “Bright
Futures” and other reports prepared by the American Academy of Pediatrics.?42%27
6. Provide education about pubertal development, evaluate concerns or abnormal physical
findings, and explain the risks of precocious puberty. (Endocrine: Puberty and Precocious
Puberty)

6-12 years 11 months
Clinical Questions
1. What should be taught to children with Spina Bifida regarding sexual health?
Guidelines
1. Provide factual information to parents and caregivers and encourage them to provide
developmentally-appropriate sexual education to their children.?°:?
2. Review relevant literature that addresses sexual health and education, such as “Bright
Futures” and other reports prepared by the American Academy of Pediatrics.2024-2°
3. Allow the child to ask questions about sexual development and sexuality.?*
4. Serve as a resource to schools?* to ensure that children with Spina Bifida participate in
sexual education.
5. Encourage parents to discuss information that their children are receiving about healthy
relationships from school, their peers, the media, and social media.?*
6. Promote skill-building to identify dangerous situations, refuse or break off a sexual attack,
and summon help.%
7. Promote socially-appropriate behaviors and social skills.?®
8. Underscore the goal of continence (Bowel Function and Care Guidelines, Urology
Guidelines) for optimal sexual relationships in the future (clinical consensus)
9. Provide education about sexuality, pubertal development, evaluate concerns or abnormal
physical findings, and explain the risks of precocious puberty (Endocrine: Puberty and
Precocious Puberty Guidelines).?°

13-17 years 11 months
Clinical Questions
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1. What should teens with Spina Bifida be taught about sexuality?
2. How can healthy relationships be promoted for teens with Spina Bifida?
Guidelines

1. Acknowledge that sexual health is an important part of life. (clinical consensus)

2. Discuss healthy relationships in gender-neutral language as the teen years are the time
when many achieve self-awareness about sexual orientation.?*

3. Educate teens about intimate partner violence and sexual assault.?®

4. Discuss safe-sex practices including the use of non-latex condoms to prevent sexually
transmitted infections and unwanted pregnancies.*?2+25

5. Refer to a women’s health provider such as a gynecologist, adolescent medicine
specialist, or family medicine practitioner if the teen with Spina Bifida intends to become
sexually active. Refer young men to a sexual function clinic if desired. (clinical consensus)
(Men’s Health Guidelines, Women’s Health Guidelines)

6. Ensure that the Guidelines for Adolescent Preventive Services are implemented.?’

7. Create an environment in which the teen feels comfortable and safe discussing sexual
health, including being able to speak to them alone and confidentially.?*

8. Educate parents by presenting them with factual information and encourage them to
provide developmentally appropriate sexual education to their children.?°:%

9. Encourage parents to discuss information that their children are receiving about healthy
relationships from school, their peers, the media, and social media.?*

10. Discuss sexuality routinely and openly during health care visits, and acknowledge the
fluidity of sexuality and gender.?*

11. Allow the teen to ask questions about sexual development and sexuality.?

12. Serve as a resource to schools?* to ensure that children with Spina Bifida participate in
sexual education.

13. Underscore the goal of continence (Bowel Function and Care Guidelines, Urology
Guidelines) for optimal sexual relationships in the future. (clinical consensus)

14. Provide education about pubertal development and evaluate pubertal development and
any abnormal physical findings (Endocrine: Puberty and Precocious Puberty
Guidelines).?*

15. Educate teens and parents regarding birth control options, pregnancy, genetic risk, and
sexually transmitted infection risk associated with sexual activity including the use of non-
latex barrier methods.'>242%28 (Men’s Health Guidelines, Women’s Health Guidelines).

18+ years
Clinical Questions

1. How can the ability of adults with Spina Bifida to engage in meaningful and satisfying

sexual relationships be maximized?
Guidelines

1. Acknowledge that sexual health is an important part of adult life.?

2. Take a history of sexual interest, functioning, experience and problems. (Men’s Health
Guidelines, Women’s Health Guidelines — specifically information about fertility,
reproduction, and anatomic functioning.)

3. Use factual information to educate adults about sexual health including intimate partner
violence and sexual assault. (clinical consensus)

4. Provide guidance about safe sex practices including non-latex condoms to prevent
sexually transmitted infections and unwanted pregnancies.?%24-2%

5. Refer to a women’s health provider such as a gynecologist, adolescent medicine
physician or family medicine practitioner. Refer men to a sexual function clinic if desired.
(clinical consensus) (Men’s Health Guidelines, Women’s Health Guidelines)
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6. Educate about heritability of Spina Bifida. (Men’s Health Guidelines, Women’s Health
Guidelines)

7. Create an environment in which the adult feels comfortable and safe discussing sexuality
and sexual health routinely and openly during health care visits. (clinical consensus)

8. Refer to support groups and general audience literature regarding disability and sexuality.
(clinical consensus)

9. Provide visual samples of items to facilitate discussions, such as female and male
condoms, relevant websites, and other online resources. (clinical consensus)

10. Educate about the role of self-examination and routine health maintenance visits.
(clinical consensus) (Men’s Health Guidelines, Women’s Health Guidelines)

11. Underscore goal of continence (Bowel Function and Care Guidelines, Urology
Guidelines) for optimal sexual relationships. (clinical consensus)

Research Gaps
The research gaps regarding sexual health and functioning for people with Spina Bifida are
extensive. Research is warranted to study:
. The impact of prenatal closure on sexual functioning.
. The best methods of providing sexual education.
. Strategies to promote sexual health and well-being.
. Whether sexual education improves safe sex practices.
. The barriers and factors that enhance sexual performance and satisfaction.
. Interventions that are geared toward improving the sexual health of people with Spina
Bifida.
. The relationship of self-esteem, self-image, and self-worth with sexual health outcomes.
. The relationship between sexual health and quality of life.
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