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Introduction: Traumatic brain injury (TBI) can negatively impact intimacy, relationships, and sexual functioning
through changes in physical, endocrine, cognitive, behavioral, and emotional function. Without intervention, dimin-
ished intimacy and/or sexual functioning in individuals with TBI may persist. Although most health care professionals
agree that sexuality and intimacy in relationships are significant concerns and should be addressed in rehabilitation, these
concerns are not typically discussed during rehabilitation and discharge planning for people with TBI. To address this
gap, an expert panel of North American clinicians and researchers convened to develop evidence-informed recommen-
dations to assist clinicians in providing a framework and guidance on how clinicians can support individuals after TBL
Methods: A systematic search of multiple databases was conducted to identify relevant evidence published from 2010 to
2023. The INTIMASY-TBI Expert Panel developed recommendations for optimizing discussions and interventions
related to intimacy and sexuality for people with TBI in rehabilitation and community-based programs. For each
recommendation, the experts evaluated the evidence by examining the study design and quality to determine the level
of evidence. Results: A total of 12 recommendations were developed that address the following topic areas: (1)
interprofessional team training, (2) early education on the effects of TBI on intimacy, relationships, and sexuality, (3)
creating individualized interventions, (4) education, assessment, and management of the causes of sexual dysfunction, and
(5) providing written materials and relationship coaching to persons with TBI and their partners. Two recommendations
were supported by Level A evidence, 1 was supported by Level B evidence, and 9 were supported by Level C (consensus of
the INTIMASY-TBI Expert Panel) evidence. A decision algorithm was developed to assist clinicians in navigating through
the recommendations. Conclusion: The INTIMASY-TBI Guideline is one of the first comprehensive clinical practice
guidelines to offer strategies to trained clinicians to discuss the physical, psychosocial, behavioral, and emotional aspects
of intimacy and sexuality with persons with TBI. Key words: clinical practice guideline, intimacy, romantic relationship,

sexuality, traumatic brain injury
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EXUALITY 1S A COMPLEX and multidimensional phe-
S nomenon encompassing sex, pleasure, intimacy,
gender identities and roles, sexual orientation, and
reproduction.!? Interpersonal relationships, intimacy,
and sexuality are important determinants of quality of
life and can be negatively affected by the physical,
cognitive, behavioral, and emotional sequelae of mod-
erate to severe traumatic brain injury (TBI).>* More
than half of individuals with TBI report disruption in
sexual functioning.>~ Most individuals post-TBI report
experiencing hyposexuality, defined as diminished
arousal and sex drive and decreased quality/number of
sexual encounters.? However, some may experience hy-
persexuality (ie, increased sexual arousal often accom-
panied with inappropriate sexual behavior).2
Sexual disturbances and dysfunction may lead to nega-
tive feelings about sexuality, diminished arousal and sex
drive,!0 erectile dysfunction,!! early ejaculation,!! dyspar-
eunia, difficulty achieving orgasm, dissatisfaction with
sexual functioning,!! depression, anxiety, pain, and
fatigue.12-1> Furthermore, social, cognitive, and behavioral
changes post-TBI, including challenges with social com-
munication, egocentricity, emotional recognition, and reg-
ulation, may create difficulty in forming and maintaining
interpersonal relationships.1#1¢ Emotional and beha-
vioral changes may cause mood swings, verbal outbursts,
impulsivity, and apathy.l?!8 As a result of these chal-
lenges, even when relationships endure, high relation-
ship dissatisfaction is common for both the individual
with TBI and their intimate partner.! Partners may feel
emotionally disconnected as they are often required to
become full-time caregivers!”2? and adjust to a new
financial situation,?® and household responsibilities.2
Furthermore, individuals with TBI and their partners
have expressed a need for sexual and reproductive
health issues to be addressed by an interdisciplinary
care team?! during subacute rehabilitation and in the
community. 42223
Most health care professionals agree that intimacy should
be addressed in rehabilitation.!3?324 Unfortunately, it is not
proactively addressed during TBI rehabilitation.?21:23:25:26
Arango-Lasprilla et al conducted an international survey
exploring how health care providers address the assess-
ment of the treatment of sexuality following TBI
Ninety-seven percent of health care professionals be-
lieved that sexuality should be discussed within rehabili-
tation. However, only 36% reported discussing sexuality
with their patients and their partners.” Some TBI health
care professionals indicate they do not feel they are
“sufficiently qualified” to discuss sexuality post-TBI and
require additional training and resources.?3282% Only
53% of health care providers reported feeling comforta-
ble addressing sexuality-related issues with their patients,
with 14.9% unsure of how to approach this topic with

them.?” Thus, sexuality is often only addressed when the
individual with TBI or their partner raises it and many
individuals may “suffer from undetected but treatable
sexual problems.”>13-30

Recognizing these gaps, we sought to form an inter-
professional panel of experts to develop the Intimacy
and Sexuality after Moderate to Severe Traumatic Brain
Injury (INTIMASY-TBI) Guideline. The INTIMASY-
TBI Guideline provides expert-level recommendations
for integrating intimacy and sexuality within TBI reha-
bilitation and community-based programs. The
Guideline aims to provide strategies for appropriately
trained clinicians to discuss the physical, psychosocial,
behavioral, and emotional aspects of intimacy and sexu-
ality post-TBI. The intended primary users of the
INTIMASY-TBI Guideline are clinicians, allied health
care professionals, and rehabilitation support workers
who treat adults (>18) who have sustained a moderate to
severe TBI.3! While the expert panel recognizes the
importance of developing recommendations and re-
sources for adolescents who have sustained a TBI, the
recommendations below have been tailored to adults
based on the literature search strategy taken. The
Guideline may also be used by stakeholders (ie, policy-
makers and administrators) who make decisions about
or provide rehabilitation care for individuals with TBI
and their partners.

METHODS

The INTIMASY-TBI Guideline followed a rigorous
development process:

(1) Establish an expert panel: The INTIMASY-TBI
Guideline process was initiated by the development of an
interprofessional steering committee comprised of clini-
cians, program leaders, researchers, and administrators.
The expert panel members were invited by the steering
committee based on their established clinical and research
expertise. The expert panel consisted of occupational
therapists, sex educators, psychologists, neuropsycholo-
gists, individuals with lived experience, individuals with
guideline development expertise, established TBI research-
ers specializing in intimacy, and sexuality post-TBI and
TBI program administrators.

(2) Literature review: A systematic search of several
databases (Medline, EMBASE, Cochrane, CINAHL, and
PsycINFO) was conducted with medical subject headings
and keywords related to brain injury, rehabilitation, ther-
apy, psychotherapy, intervention, interpersonal relation-
ships, romantic relationships, intimacy, sexual partners,
sexual behavior, sexual dysfunction, and couples therapy
(Supplemental Digital Content, available at: http://links.
Iww.com/JHTR/A825). All references were exported and
refined using Endnote X9 (Clarivate Analytics, 2018).


http://links.lww.com/JHTR/A825
http://links.lww.com/JHTR/A825

8. +AWAOANDYNEeAAAAVO/FINEIDYIASALLAIPOOAEIEAHIOIN/AD AUMY TXOMADUOIN

XYOHISGBZIY T+ NIOITWNOIZTARYHAOSINAYE AQ geyarewnenpeay/wod Mmm| sfeulnol//:sdny woiy pspeojumod

¥202/€2/60 Uo

Duplicates were removed, and 2 reviewers independently
performed title and abstract screening. Final inclusion was
determined following a full-text review. The original search
was conducted from January 1, 2010 to June 30, 2020. The
search was subsequently updated to include articles pub-
lished from July 1, 2020 to December 31, 2023. Articles
were extracted and provided to the working groups if they
met the following criteria: (1) interventional or single-case
design, (2) more than 3 participants, (3) human partici-
pants, (4) at least 50% of the participants had a TBI, and (5)
mean age of participants was 18 years and older. An
evidence matrix with a synopsis of the newly identified
evidence was provided to the expert panel for their con-
sideration (Table 1).

(3) Expert panel meetings develop recommenda-
tions: The INTIMASY-TBI expert panel held 12 one-
hour meetings via an online videoconference platform
(Zoom Technologies Inc.™). Email communication was
also used to provide materials to be discussed at the
following panel meeting and to address any meeting
discussion points. The expert panel developed all re-
commendations based on the most current evidence
and their clinical expertise. Once each recommenda-
tion was drafted, the panel reviewed supporting evi-
dence to assign 1 of the 3 levels of evidence using
a standardized grading system (Table 2), used within
the Canadian Best Practice Recommendations for
Stroke Care3” and numerous clinical practice guidelines
for traumatic brain injury, and spinal cord injury.3”-%
Consensus was reached when all INTIMASY-TBI
group members agreed to the wording and evidence
grade of all recommendations. An algorithm to guide
clinicians in the implementation of the recommenda-
tions was also developed (Figure 1).

Expert panel voting and final modifications: The
expert panel voted on all recommendations using an
online survey tool (Survey Monkey®). The panel was
asked to select whether the recommendation should be
included within the Guideline, whether further modifi-
cations were required, or whether it should be rejected.
Recommendations that received at least 80% agreement
by the expert panel were included within the Guideline.
Recommendations that required minor modifications
were revised by the expert panel.

RESULTS

Recommendations and literature review

Twelve recommendations were developed addressing
the following 5 topics: (1) interprofessional team training,
(2) early education on TBI effects on intimacy, relation-
ships, and sexuality, (3) creating individualized interven-
tions, (4) education, assessment, and management of
causes of sexual dysfunction, and (5) providing written
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materials and relationship coaching to persons with
a TBI and their partners, if applicable. Two recommenda-
tions were supported by Level A evidence, 1 was supported
by Level B evidence, and 9 were supported by Level
C (consensus of the INTIMASY-TBI Expert Panel)
evidence.

INTIMASY-TBI #1: All multidisciplinary team mem-
bers should have a basic understanding and training on how
TBI can affect intimacy and sexuality. Clinicians should be
provided with key phrases they can use to respond to indivi-
duals with TBI and partners, and guidance on how clinicians
can safely approach this topic. Level C evidence.

It is important to recognize the shared responsibility of
the health care team in addressing intimacy and sexuality.
In an integrative review of the literature, Marier-
Deschénes et al found that 52.9% of sources were in
support of using the PLISSIT (Permission, Limited
Information, Specific Suggestions, Intensive Therapy)
model to assist health care professionals in discussing
sexuality with individuals with TBI.>13:14:21:46-48 The
PLISSIT model was developed in 1967 by Annon in the
field of sexology and was later extended by Taylor and
Davis (2007) to create the Ex-PLISSIT model to address
the sexual well-being of individuals with an acquired
disability or chronic illness.#->! The model utilizes
a phased approach for initiating conversations about
sexuality that can be applied by clinicians caring for
individuals with TBI. Simpson noted that TBI rehabilita-
tion teams, at minimum, can consider providing inter-
ventions at the Permission, Limited Information, and
Specific Suggestion stage.” Fraser and colleagues reported
that their findings support the PLISSIT/Ex-PLISSIT in
a study testing a CBT intervention to help couples and
singles improve their sexual well-being following TBI.2

In the review by Marier-Deschénes et al, 58% of
sources highlighted the importance of training health
care providers on sexuality issues.’® Sources recom-
mended training on all levels of the PLISSIT model
for improving comfort in discussing sexuality, sexuality
as a health outcome, sexuality through the life span,
personal dimensions of sexuality and sexual identity,
and cultural differences in sexuality.’® Training pro-
grams should include providers exploring their own
thoughts, beliefs, and feelings about discussing inti-
macy and sexuality and how this impacts their ability
to discuss sexual health issues with their patient.21:53-54

INTIMASY-TBI #2: Multidisciplinary teams should
identify 1 or 2 key appropriately trained team members who
will consistently seck permission to initiate a discussion about
intimacy and sexuality with the individual with TBI and/or
their partner taking into consideration potential cultural fac-
tors. Level C evidence.

According to Heinemann and colleagues, there are
aspects of sexuality that are influenced by culture (ie,
values, decisions regarding appropriate sexual behaviors,

www.headtraumarehab.com
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INTIMASY-TBI level of evidence grading system

appropriate size (>60) with relevant control group.
randomized controlled trials).

studies or series may also be included here.

A: Recommendation supported by at least 1 meta-analysis, systematic review, or randomized controlled trial of
B: Recommendation supported by cohort studies that at minimum have a comparison group (includes small

C: Recommendation supported primarily by expert opinion based on their experience though uncontrolled case

suitable partner or partners, appropriate age of consent,
as well as who is to decide what is appropriate).>
Consequently, the symptoms of sexual dysfunction and
the treatment expectation can differ according to cultural
beliefs that can be different from the clinician’s views. An
appropriate culturally based approach requires exploring
awareness of differences, knowledge of the patient’s cul-
ture, being able to distinguish pathology and culture, and
the use of culturally appropriate interventions.

Intimacy and sexuality should be consistently addressed
within the TBI inpatient rehabilitation setting.*>¢ To en-
sure this happens proactively, 1 or 2 rehabilitation profes-
sionals who are comfortable with and trained in discussing
sexuality should be formally selected to provide resources
and education to all individuals with TBI and their part-
ners, if applicable.?! As there is often limited time for
intimacy and sexuality-related discussion, a focused num-
ber of topics should be covered, such as physical aspects
(eg, sensory deficits, cervical screening, disruption to the
menstrual cycle, and erectile dysfunction) and psychoso-
cial aspects (eg, communication and altered roles).> If an
individual with TBI is in a relationship, both individuals
should have the opportunity to discuss intimacy and sexu-
ality with a health care professional and receive relevant
educational materials.*®>7

Sander and colleagues conducted a focus group at the
TIRR Brain Injury Research Centre where individuals with
TBI and their caregivers were asked when they wanted to
receive information regarding sexuality.** Some study par-
ticipants reported they would have liked to receive this
information prior to discharge; however, other participants
noted that they were not prepared to process the informa-
tion on sexuality until after discharge from rehabilitation.
The researchers highlighted that it may be challenging for
some participants postdischarge to access a clinician to
discuss their questions about sexuality which supports
the recommended early approach.>*

An open, person-centered approach, which considers
the individual’s unique traits and values, should be used.?
The rehabilitation team member appointed to provide
information about sexuality should offer individuals with
TBI detailed education and resources on sexuality and may
consider using the following introduction:

“I know that you are dealing with a lot right now,
and sex may be the last thing on your mind.

However, I want to tell you that brain injury can
affect sexual functioning. If you would like some
information on this, I can provide it to you. If you
are not ready to talk about it now, that’s O.K. I can
give you some reading material to take home. You
can also ask your doctor or another rehabilitation
professional about it when you do have questions or
want more information.”

Clinicians can also consider integrating 1 to 2 ques-
tions related to intimacy and sexuality, such as “Are you
sexually active and/or are you satisfied with your sexual
functioning?” and “Do you have any questions or con-
cerns about the impact of TBI on sex?”.8

Marier-Deschénes and colleagues® suggested that an
appointed team member can also reaffirm this informa-
tion with the individual with TBI and their partner on
various occasions (ie, before the first home visit and
before discharge from inpatient rehabilitation).

INTIMASY-TBI #3: Consider the role of each member
within an individual’s care team in addressing different
aspects of intimacy and sexual functioning with the indrvi-
dual with TBI and their partner. Level C Evidence.

Moreno and colleagues indicate that individuals
with TBI are open to discussing sexuality with various
health care professionals.?! In a survey, although 79%
of rehabilitation professionals thought sexuality
should be addressed within rehabilitation, only 9%
addressed it on a regular basis.3? Following initial dis-
cussions on intimacy by the designated team member,
sexuality should be discussed with clinicians from
varying specialties depending on the patient’s specific
needs.!35? For instance, a physiotherapist or occupa-
tional therapist may be able to assist with functional
and mobility issues by providing specific recommen-
dations around adaptive equipment and positioning.%!
A speech-language pathologist can assist with changes
related to social communication. Neuropsychologists
can offer “strategies to accommodate for neurocogni-
tive impairments”.2!

INTIMASY-TBI #4: Individuals with TBI and their
partners (if applicable) should at a minimum, be provided
with written and other supporting educational materials
regarding sexuality, relationships, and intimacy early dur-
ing inpatient and/or outpatient rehabilitation. Provide
indrviduals with TBI with the opportunity fo discuss the

www.headtraumarehab.com
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partners, and guid on how clinicians can safely app

taking into consideration potential cultural factors. (INTIMASY-TBI #2)

feel ready. (INTIMASY-TBI #4)

INTIMASY-TBI Principles
1. All multidisciplinary team members should have a basic understanding and training on how TBI can affect intimacy
land sexuality. Clinicians should be provided with key phrases they can use to respond to individuals with TBI and
h this topic. (INTIMASY-TBI #1)
2. Multidisciplinary teams should identify one or two key appropriately trained team members who will consistently
seek permission to initiate a discussion about intimacy and sexuality with the individual with TBI and/or their partner

3. Individuals with TBI and their partners (if applicable) should at a minimum, be provided with written and other
supporting educational materials regarding sexuality, relationships, and intimacy early during inpatient and/or outpatient
rehabilitation. Provide individuals with TBI with the opportunity to discuss the materials and ask questions when they

4. Intervention and education about sexuality in individuals with TBI should consider cultural factors, cultural identity,
gender, age, sex, sexual orientation, gender expression and gender identity. INTIMASY-TBI #12)

Early Post-Injury
(<6 months)

Initiate a discussion about intimacy and sexuality
with the individual with TBI. Seek permission to
discuss intimacy and sexuality with the partner
present.

(INTIMASY-TBI #2,3)

J

Provide individuals with TBI and their partners,
if applicable, with written and other supporting

(INTIMASY-TBI #4)

l

Community Follow-Up

Initiate a discussion about intimacy,
relationships, and sexuality with the individual
with TBIL.

educational materials. Yes:

fSoes the individual with TB
endorse changes in sexual
function/diminished libido?

Discussion & Educational Material Topic
Areas:
Causes of changes in sexuality
Sexuality functioning post-TBI
How to identify and share emotions and needs

Seek to establish the cause of the changes in sexual
function (e.g., restricted mobility, pain, fatigue,
fear of not satisfying a partner).
(INTIMASY-TBI #5)

How to improve sexual functioning after TBI l

Provide individuals with TBI and their partners, if]

Importance of safe sex

Complete a comprehensive medical examination,
including laboratory and endocrine workup, to rule
out medical causes of decreased libido.
(INTIMASY-TBI #6)

applicable, with written and other supporting
educational materials.
(INTIMASY-TBI #4)

I

Discuss referrals to appropriate specialists and
services with the individual with TBI and their
partner.

(INTIMASY-TBI #7)

[

Provide individuals with TBI and their partners, if
applicable, with written and other supporting
educational materials.
(INTIMASY-TBI #4)

S the individual with
Bl in a relationship?

Yes-

Discuss participation in relationship and sexuality
education programs for individuals with TBI and
their partners (if applicable).
(INTIMASY-TBI #11)

If the individual with TBI is interested in establishing
anew romantic relationship, provide training in skills
to improve social cognitive communication,
expression and reception and education about
establishing personal and sexual boundaries.
(INTIMASY-TBI #10)

Consider the use of in-person or virtual peer
support and sexuality re-education programs in

the community.
(INTIMASY-TBI #8, 9)

Figure 1. Algorithm to facilitate implementation of the recommendations.

malerials and ask questions when they feel ready. Level
C evidence.

In a systematic review by Moreno and colleagues
(2019), 52.9% of studies supported the use of written
and other supporting educational materials, such as
videos and online sources.>13:46:545760:61 Written mate-
rials should be provided in lay terms,>>7 at a 6th-grade

reading level and adapted for individuals with TBI.5%62
These written materials would facilitate the appointed
rehabilitation professional in providing education.>?
Educational materials should cover the following to-
pics: causes of changes in sexuality, sexual functioning
post-TBI, how to improve sexual functioning after TBI,
the importance of safe sex, and how to discuss intimacy
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and sexuality with a health care professional.’” Written
materials should be provided directly to the individual
with TBI prior to discharge.®> However, in cases where an
individual with TBI has impairments in memory, proces-
sing speed, or cognitive communication, written materials
can be provided to the partner or parent (if applicable) to
be transferred to the person with TBI when appropriate.

INTIMASY-TBI #5: During outpatient follow-up visits,
clinicians should explore if there has been a change in intimacy
or sexual function and specifically inquire about changes in
libido with an individual with TBI and their partner (if
applicable). Level C evidence.

Clinicians should address intimacy and sexuality is-
sues during outpatient visits.’>¢* Given the personal
nature of intimacy and sexuality, it often takes time
for health care providers to develop trust and build
rapport with individuals who have TBI.>3 Readiness
should be determined on an individualized basis and
should inform the: timing of the discussion(s), topic
areas to be discussed, amount of information provided,
and educational tools and materials used.#” These ses-
sions may include practical knowledge, role-playing and
interpersonal skills training.!3>3 Clinicians should also
discuss reproductive and sexual safety topics, including
contraception, HIV/STD prevention, safer sex prac-
tices, and the desire to start a family.!"2!

INTIMASY-TBI #6: During outpatient follow-up vis-
its, if an individual with TBI endorses changes in libido,
clinicians should complete a comprebensive medical exam-
ination, including laboratory and endocrine workup, to
rule out a medical cause of decreased libido and provide
advice regarding other causes of sexual dysfunction. Level
C evidence.

A comprehensive medical examination should in-
clude the following: (1) Psychosexual identity, including
body image, desire, and past sexual experiences.®> (2)
Screening for medical issues that could contribute to
sexual dysfunction, including diabetes, heart disease,
kidney disease, mental health issues, and thyroid func-
tion. (3) Identify medications that interfere with sexual
function (eg, sedatives, antidepressant medications,
antihypertensive medications). (4) Blood work to rule
out causes of fatigue and diminished libido, including
a complete blood count, electrolytes, testosterone, lu-
teinizing hormone, follicle-stimulating hormone, and
screen for pituitary dysfunction. (5) Establish the cause
of the dysfunction, ie, physical changes (weakness, re-
stricted mobility, tremors, spastic movements),®¢ pain,
fatigue, vaginal dryness, anxiety, and fear of not satisfying
a partner.

Following this examination, specific suggestions to
improve sexual functioning should be provided includ-
ing: (1) Information on safe sex practices (ie, birth con-
trol, prevention of sexually transmitted diseases). (2)
Strategies to increase social networks (eg, TBI support

INTIMASY-TBI Guideline 403
groups, and other social organizations). A list of avail-
able organizations can be available in your clinic. (3)
Changing current medications, as appropriate.®> (4)
Positioning changes during sexual activity to reduce
the impact of balance, physical changes, and pain. (5)
Use of lubricants, dilators, prosthetic devices, and med-
ications as appropriate.

INTIMASY-TBI #7: During outpatient follow-up visits,
discuss referrals to appropriate specialists and counseling ser-
vices as necessary. Level C evidence.

Referrals for urology, obstetrics, and/or gynecology
examinations should be completed as appropriate. If
applicable, primary health care providers should encou-
rage and refer individuals with TBI and their partners to
meet with a licensed sexual therapist, couples or marital
counselor, psychologist, or peer mentor.®

INTIMASY-TBI #8: Consider the development of
a community-based relationship and sexuality re-education
program for individuals with TBI. Level C evidence.

Building on the recommendations provided by
Khajeei and colleagues,® a sexuality re-education pro-
gram can include the following topic areas: biological
and anatomical information using person-first language
and inclusive terminology, sexuality after disability,
tools and techniques to manage changes in sexuality
post-TBI, sexual safety (sexually transmitted infection,
contraception, boundaries, sexual abuse), and strategies
to improve arousal, pleasure, and relaxation confidence
(resiliency and rejection, social skills training and com-
munication, and sexual self-identity). These programs
should be developed in consultation with individuals
with TBI.>8-68-69

INTIMASY-TBI #9: During outpatient follow-up visits,
constider the use of in-person or virtual peer support programs
in the community. Level B evidence.

In a systematic review conducted by O’Shea and col-
leagues in 2020,°8 8 studies were identified that investi-
gated the efficacy of peer support programs specifically
focused on relationships and sexuality for individuals
with TBI. These studies strongly recommended com-
munity-based, peer-to-peer programs.’® Peer-to-peer
programs were found to improve self-efficacy, self-con-
fidence, and self-reported quality of life satisfaction
and increase knowledge and service engagement.8
Peer program developers should consider the limita-
tions of in-person and virtual peer support programs
and ensure that programs monitor and track distress.”0

INTIMASY-TBI #10: During outpatient follow-up vis-
its, provide training in skills that are likely to enbance their
personal safety and chances for success to individuals with
TBI who are not currently in a romantic relationship but
would like to be. Level A evidence.

Individuals who have sustained a TBI frequently have
difficulty with social cognition and behaviors that are
fundamental to building emotional and intimate

www.headtraumarehab.com
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connections with others.6371 These issues include, but
are not limited to, impaired recognition of emotions
in self and others, blunted affect, diminished empa-
thy, and poor social communication skills.6371 While
these problems can have a negative impact on all
types of relationships (eg, family and friends), they
are important barriers that can make it particularly
difficult for the individual to develop new romantic
relationships with others.3® To increase the likelihood
of establishing successful romantic relationships, these
social cognition skills and behaviors should be eval-
uated and addressed during rehabilitation. Therapists
should teach their clients how to use perspective-tak-
ing to consider other peoples’ points of view, how to
demonstrate care, concern, and emotional support for
others’ needs and feelings, as well as how to identify
and share their own emotions and needs.3372 Further,
individuals with TBI should be taught components of
cognitive communication and social cognition includ-
ing expression (eg, communicating their thoughts and
feelings with kindness; displays of affection and fol-
lowing social pragmatics) and reception (eg, respectful
listening; inferring others’ thoughts and emotions and
interpretation of social cues).”? If an individual with
TBI exhibits challenges related to emotional or beha-
vioral dysregulation, or issues with poor hygiene,
judgment, disinhibition, or impulsiveness that could
impact one’s success and/ or safety when establishing
new relationships and, therefore, should be addressed
as part of treatment.

INTIMASY-TBI #11. During outpatient follow-up
visits, if the individual with TBI does not endorse
changes in libido but does endorse strains in their exisi-
ing relationship with their partner, they should be con-
sidered for programs aimed at addressing sexuality issues
and enbancing intimate relationships after TBI. Level
A evidence.

Individuals with TBI who do not report changes in
libido can still experience problems with their sexuality
and relationships. Relationship education programs pro-
vide information on several topic areas, including psy-
choeducation, positive communication, emotional
regulation, coping strategies, and establishing appropri-
ate and respectful relationships.33-3¢72 Furthermore,
these programs have been shown to improve communi-
cation, coping skills, and overall relationship satisfaction
and quality for individuals with TBI and their
partners.1”?2373 In the review conducted by O’Shea and
colleagues,’® 4 relationship and sexuality programs have
been evaluated: Couple CARE (Caring and Relating
with Empathy after Brain Injury),!””2 You and Me
Sexuality Education Program,®® Families4Families,’*
and Brain Injury Family Intervention.”> These programs
were well-received by individuals with TBI, their partners,
and health care providers. However, to date, there are no

JournAL oF HEAD TRAUMA REHABILITATION/ SEPTEMBER-OCTOBER 2024

programs identified that provide support specifically for
individuals who identify as 2SLGBTQ+ or Indigenous.

INTIMASY-TBI #12: Intervention and education about
sexuality in individuals with TBI should consider cultural
factors, cultural identity, gender, age, sex, sexual orientation,
gender expression, and gender identity. Level C evidence.

Within clinical practice, cultural factors should be dis-
cussed using a person-centered approach, such as mirror-
ing patient terminology and language when discussing
anatomy, partners and preferences, respecting native cul-
tural preferences of when, how, and with whom to discuss
sex and intimacy, and approaching care with more general-
ized education materials suitable to all sexual identities and
genders. Clinicians are encouraged to use cultural humility
when engaging with patients and their caregivers by asking
open-ended questions to develop rapport and trust. There
is a need for more culturally sensitive intimacy and sexu-
ality resources that focus on 2SLGBTQ+ experiences.?
Furthermore, 2SLGBTQ+ awareness training for clinicians
is important to provide an “inclusive approach to gender
and sexual identities”.”¢ There is limited research on the
intersection between sexual diversity, gender identity, and
TBI from the perspective of individuals with TBI or health
care providers.” Providers must use inclusive language that
is gender-neutral and non-heteronormative to create a safe
space for all individuals with TBI (eg, “partner” or “signifi-
cant other” instead of “husband or wife”; “parents” instead
of “mother” and “father”; and “person” instead of “male”
and “female”).”?78

Clinicians are encouraged to follow the algorithm
that outlines how clinicians can approach intimacy
early post-injury (<6 months) and in the community.
The algorithm also demonstrates how recommenda-
tions fit together and the timing of the interventions
proposed.

DISCUSSION
The INTIMASY-TBI Guideline is one of the first

comprehensive clinical practice guidelines to assist clin-
icians with promoting the maintenance of healthy rela-
tionships, intimacy, and sexuality for persons with TBI
and their partners. Twelve recommendations were
made; 2 recommendations were supported by Level
A evidence, 1 was supported by level B evidence, and
9 were supported by Level C (consensus of the
INTIMASY-TBI Expert Panel) evidence. Adoption of
these recommendations could facilitate the standardiza-
tion of practice protocols and form the basis for future
evaluations of the outcomes of the approach.

The PLISSIT model has been used as a framework
within both spinal cord injury and TBI to improve clin-
iclan knowledge, attitudes, and comfort related to
sexuality.2”? A randomized controlled trial conducted
by Fronek and colleagues®® on the long-term effectiveness
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of sexuality training programs for rehabilitation practi-
tioners found long-lasting effects on clinician knowledge.

The recommendations are primarily supported by
Level C evidence (ie, the consensus of the
INTIMASY-TBI Expert Panel). This reflects the limited
amount of empirical evidence within this area.®
Empirical studies with a rigorous study design are
needed to address the timing and format of intimacy
and sexuality-related discussions within inpatient and
outpatient services. Additional research in this area is
required as the majority of the literature has focused on
sexuality in males who have sustained a TBI. Moreover,
future relationship and sexual education programs
should address the cultural, emotional, and social as-
pects of sexuality.58

One of the advantages of systematically searching
literature prior to developing guidelines is the identifi-
cation of gaps in research. Some of the key unanswered
research questions include: What is the ideal method to
provide education about sexuality after TBI? What is
the ideal timing to commence intervention for intimacy
after TBI? Does early counseling and intervention re-
duce long-term relationship breakdown?

The recommendations within this paper are in-
formed by current evidence and expert opinion at
the time of publication. Evidence published after
publication may influence the recommendations
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