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FOREWORD

This clinical practice guideline began 
as part of the professional master’s 
program in physiotherapy at the 
School of Rehabilitation of the Faculty 
of Medicine and Health Sciences at the 
Université de Sherbrooke. This project 
is a follow-up to the occupational 
therapy clinical practice guideline 
published in 2019 [1] and contains 
sections from this guide. These 
activities were carried out under the 
supervision of Prof. Cynthia Gagnon 
and Prof. Mélanie Morin.

In the text, the masculine gender is 
used as a generic to simplify the text; 
the terms represent both the feminine, 
masculine and non-binary.
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ABBREVIATIONS
ALS   Amyotrophic lateral sclerosis

ARSACS Autosomal recessive spastic ataxia of Charlevoix-Saguenay

CIUSSS  Centre intégré universitaire de santé et de services sociaux 
  [Integrated university health and social services centre]I

CMT  Charcot-Marie-ToothMNM  

DM1   Myotonic dystrophy type 1

GRIMN  Groupe de recherche interdisciplinaire sur les maladies neuromusculaires 
  [Interdisciplinary research group on neuromuscular diseases]

IRDPQ   Institut de réadaptation en déficience physique de Québec 
  [Quebec physical rehabilitation institute]

MCAT  Multi-Clientele Assessment Tool

NMD  Neuromuscular disease

OPPQ  Ordre professionnel de la physiothérapie du Québec 
  [Professional order of physiotherapy of Quebec]

PFPT  Pelvic floor physiotherapy/physical therapy

SMAF  Système de mesure de l’autonomie fonctionnelle 
  [Functional Autonomy Measurement System]

A
B CA
B CB

A

5



Clinical practice guideline on roles and interventions in physiotherapy to promote sexuality in adults with a neuromuscular disease

1. INTRODUCTION
This clinical practice guideline is intended for physiotherapists working with adults 
with a neuromuscular disease (NMD) who wish to address sexuality with this 
clientele. It should be noted that some physiotherapists have advanced expertise in 
pelvic floor physiotherapy (PFPT) which allows them to treat pelvic floor disorders, 
including certain types of sexual dysfunction. The guide discusses the role of 
physiotherapists who work with adults with NMD as well as referral to specialized 
care by physiotherapists who have expertise in PFPT.

TABLE 1   TYPES OF NEUROMUSCULAR DISEASES [2]

Diseases of skeletal muscles  
(e.g., muscular dystrophies and inflammatory myopathies)

Diseases of the neuromuscular junction  
(e.g., myasthenia gravis)

Diseases of peripheral nerves 
(e.g., Charcot-Marie-Tooth disease or polyneuropathies)

Motor neuron diseases  
(e.g., spinal muscular atrophy and amyotrophic lateral sclerosis)

Genetic ataxias  
(e.g., ARSACS and Friedreich’s ataxia)

Sexuality encompasses biological sex, sexual 
identities, sexual roles, sexual orientation, 
eroticism, pleasure, intimacy, intimate relationships 
and reproduction [3, 4]. It is manifested in different 
ways: thoughts, fantasies, desires, beliefs, 
attitudes, values, behaviours, practices, roles and 

relationships [3]. The guide was designed to be 
holistic and as inclusive as possible in terms of 
the notion of sexual identity and orientation. It 
focuses on notions related to sexuality that are 
within the scope of practice of physiotherapy, 
such as sexual relations and activities.

NMDs refer to any disease that affects function 
of the muscle with alteration to the muscle itself 
or peripheral nerves. There are more than 200 
diagnoses [2] and each disease is unique (Table 1). 
They vary with respect to mode of transmission, 

origin of the genetic mutation, incidence, 
symptoms, age at onset, rate of progression 
and prognosis [2]. People with NMD can have 
conditions that affect multiple systems, leading to 
a variety of limitations, including in sexual activity.
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Sexuality, although often considered a difficult 
subject to address, is a fundamental human need 
and contributes to fulfilment [3]. In the practice 
of physiotherapists who work with people with 
NMD, the area of sexuality remains problematic. 
While impairments (e.g., reduced strength, 
fatigue, respiratory conditions, spasticity, loss 
of mobility) may interfere with sexual activities 
themselves, not addressing sexuality with 
clients also means that a fundamental need 
may remain unmet. Studies indicate that 70% 
of clients with chronic diseases have problems 
with their sexuality and only 18% are able to 
overcome them independently [5]. Despite this, 
only a small percentage of health professionals 
address this topic with their client [6, 7]. Lack of 
support for people with NMD can affect their 
morale, behaviour, well-being, quality of life as 
well as the relationship with their partner if they 
have one [8].

Clients rarely have an opportunity to discuss 
sexuality with their healthcare provider [9]. 
Clients are often unaware that sexuality can 
be considered a focus for intervention and 
they feel that the subject should be raised by 
the healthcare professional [10]. In addition, 
professionals tend to focus more on exploring 
the spheres or areas of life they consider to be 
a priority depending on the reason for referral 
when they develop the intervention plan. 

Sexuality, which is an area of life in its own right, is 
often relegated to the background, intentionally 
or unintentionally [11]. There are several reasons 
why healthcare professionals have a low level 
of involvement in sexuality. For instance, they 
often say they are ill-equipped, uncomfortable 
questioning or intervening on this subject and 
perceive the area of sexuality as belonging to 
the roles of other professionals [12, 13]. These 
reasons are also very real for physiotherapists, 
who report not having the necessary tools and 
skills to address this area [10, 14, 15].

However, according to one study, 60% of 
healthcare professionals consider that sexual 
difficulties must be addressed, while only 6% 
initiate the discussion on a regular basis [10]. 
Physiotherapists are important actors in their 
clients’ rehabilitation and should have a holistic 
approach [16]. Therefore, it is essential for 
physiotherapists to address the topic of sexuality 
in their rehabilitation plan.

The clinical practice guideline aims to:

SEXUALITY,  
ALTHOUGH OFTEN CONSIDERED A 
DIFFICULT SUBJECT TO ADDRESS, 

IS A FUNDAMENTAL HUMAN 
NEED AND CONTRIBUTES TO 

FULFILMENT. 

1

2

3

4

Propose approaches to address the subject of sexuality with people who have a 
neuromuscular disease;

Provide physiotherapists with tools by identifying and documenting a set of relevant 
interventions that can be applied in their practice;

Highlight issues related to sexuality that can be addressed by all physiotherapists and 
those requiring expertise in pelvic floor physiotherapy;

Support the process of referral to other health professionals involved in providing care.

Objectives
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The guide emphasizes the 
role of the physiotherapist in 
an interdisciplinary practice. 
Healthcare professionals 
must work together to 
address issues related to 
sexuality and it is essential 
that physiotherapists know 
what their role entails.

For several decades now, PFPT in Quebec has addressed sexual issues. With 
expertise in the musculoskeletal system, physiotherapists meet a need for clientele 
with pelvic floor disorders. Increasingly, university programs are incorporating more 
content on PFPT practice. According to the terms of reference of the Canadian 
Council of University Physiotherapy Programs and the OPPQ, all physiotherapists 
should have general knowledge of PFPT (e.g., anatomy and biomechanics of the 
abdomen, perineum and pelvis, pelvic floor muscle function and pelvic/perineal 
conditions, including sexual dysfunction) [17]. They are encouraged to include 
the pelvic/perineal dimension in their care, be it by preventing certain conditions, 
through education or by referral to a physiotherapist trained in PFPT.

initiate the 
discussion on a 
regular basis [10]. 

6%60%

According to one study

of healthcare professionals 
consider that sexual difficulties 
must be addressed, while only 

HEALTHCARE 
PROFESSIONALS MUST 
WORK TOGETHER TO 

ADDRESS ISSUES RELATED  
TO SEXUALITY.
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2. DEVELOPMENT OF THE CLINICAL  
PRACTICE GUIDELINE

Since NMDs are rare, little information is available on professional practice in 
adaptation and rehabilitation. In this situation, the best available evidence is often 
based on professional expertise.

The Groupe de recherche interdisciplinaire sur les maladies neuromusculaires 
(GRIMN) has developed a method to access, retrieve, validate and make this 
expertise accessible: “The Rare Knowledge Mining Methodological Framework”[18]. 
The guide was developed using this framework (Figure 1).

FIGURE 1  STEPS IN THE DEVELOPMENT OF THE CLINICAL PRACTICE GUIDELINE (CPG), ADAPTED FROM THE RARE KNOWLEDGE  
  MINING METHODOLOGICAL FRAMEWORK.

Step 1 
Knowledge  

mining

Step 2  
Group 
sharing

Step 3  
External  

validation

Step 4  
Knowledge  
application

• Literature review
• Semi-structured 

interviews  
(Group A)

Individual  
revision  
(Group B)

Preparation  
by the  
research group

Individual  
revision  
(Group C)

Focus group  
(Group A)CPG  

version 1
CPG 

version 3
Publication 

Final 
CPG

CPG 
version 2

The first step was to identify and retrieve 
information relevant to the objectives. A 
literature review was done. The PICO (Population, 
Intervention, Comparison, Outcomes) model 
was used to develop the research question 
(Table 2). Given the limited information in the 
NMD population, the research was extended to 
populations with similar disabilities to people with 
NMD (e.g., Parkinson’s and multiple sclerosis). 250 
articles were identified via the search strategy in 
PubMed, CINHAL and Medline. 36 articles were 
included in the guide and another 39 articles 
were retrieved using the snowball method, for 

a total of 75 articles. The documents identified 
were analyzed and synthesized to determine 
aspects to focus on during the series of semi-
structured individual interviews. The interviews 
were conducted with physiotherapy professionals 
who work with an adult clientele with a diagnosis 
of NMD, including four physiotherapists who 
work in a rehabilitation centre, a home support 
physiotherapist and a physiotherapy technologist. 
Relevant information from these interviews was 
added to the information collected during the 
literature review in order to produce the first 
version of the clinical practice guideline. 

Step 1
Knowledge mining
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The information collected in Step 1 was 
used to produce a preliminary version of the 
guide that was revised by the six healthcare 
professionals who participated in the 
semi-structured interviews. A discussion 
group (Group A) was held to improve and 
standardize the information and to prepare 
the second version of the guide.

Step 2
Group sharing

Next, a second group of six physiotherapists 
with expertise in PFPT practicing with diverse 
clienteles was asked to validate the content 
and provide the benefit of their clinical 
experience (Group B). The guide was adapted 
to reflect the new recommendations (version 
3). The guide was then sent to a third group of 
four NMD experts (Group C) to validate all the 
information (final version).

Step 3
External validation

Lastly, the final version of the practice guide 
was prepared by the research group for 
widespread dissemination.

Étape 4
Knowledge application

TABLE 2   SEARCH STRATEGY FOR THE LITERATURE REVIEW

Population (P) Intervention (I) Comparison (C) Outcomes (O)

“Myotonic dystrophy” OR 
“Friedreich’s ataxia” OR “Charcot-
Marie-Tooth” OR Duchenne 
OR “Muscular dystrophy” OR 
“Autosomal recessive spastic 
ataxia of Charlevoix-Saguenay” 
OR neuromuscular OR Parkinson 
OR Elder* OR Older* OR Senior* 
OR “Amyotrophic lateral sclerosis” 
OR “Multiple sclerosis” OR 
Myasthenia OR “Guillain-Barré 
syndrome” OR “Cerebellar ataxia”

Physiotherap* OR 
“Physical therap*” 
OR Rehab*

---- Sexual*

250  
ARTICLES WERE 

IDENTIFIED  
VIA THE SEARCH STRATEGY  

IN PUBMED, CINHAL  
AND MEDLINE.  

36 ARTICLES WERE INCLUDED IN 
THE GUIDE AND ANOTHER  

39 ARTICLES WERE RETRIEVED 
USING THE SNOWBALL METHOD, 

FOR A TOTAL OF  
75 ARTICLES.
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3. CLINICAL PRACTICE GUIDELINE FRAMEWORKS
The clinical practice guideline was developed using two frameworks that address 
the main objectives of the guide: 

• Physiotherapy: Competency Profile for Physiotherapists in Canada (2017) [19]

• Sexuality: Ex-PLISSIT model [9, 20]

3.1 Practice profile of physiotherapists in Canada
The “Competency Profile for Physiotherapists in Canada” [19] describes the expected 
competencies of a physiotherapist according to the seven domains of physiotherapy practice 
(Table 3).

TABLE 3     COMPETENCY PROFILE FOR PHYSIOTHERAPISTS IN CANADA 

Essential competency domains 
for physiotherapists

Description

1. Physiotherapy expertise “As experts in mobility and function, physiotherapists use 
clinical reasoning that integrates unique knowledge, skills and 
attitudes to provide quality care and enhance the health and 
wellbeing of their clients.”

2. Communication “As communicators, physiotherapists use effective strategies 
to exchange information and to enhance therapeutic and 
professional relationships.”

3. Collaboration “As collaborators, physiotherapists work effectively with others 
to provide inter and intraprofessional care.”

4. Management “As managers, physiotherapists manage self, time, resources 
and priorities to ensure safe, effective and sustainable 
services.”

5. Leadership “As leaders, physiotherapists envision and advocate for 
a health system that enhances the wellbeing of society.”

6. Scholarship “As scholars, physiotherapists demonstrate a commitment 
to excellence in practice through continuous learning, 
the education of others, the evaluation of evidence, and 
contributions to scholarship.”

7. Professionalism “As autonomous, self-regulated professionals, 
physiotherapists are committed to working in the best interest 
of clients and society, and to maintaining high standards of 
behaviour.”

11



Clinical practice guideline on roles and interventions in physiotherapy to promote sexuality in adults with a neuromuscular disease

3.2 Ex-PLISSIT model
The Ex-PLISSIT model [9, 20] (Figure 2) is a 
practice model that was developed for all 
healthcare professionals who intervene or 
would like to intervene with respect to their 
clients’ sexuality.

Originally proposed in 1976 [20], PLISSIT is 
an acronym for:

• Permission (giving) ; 

• Limited Information ; 

• Specific Suggestion ; 

• Intensive Therapy
FIGURE 2  EX-PLISSIT MODEL [9] 

This model serves as a guide for health 
professionals who wish to address the subject 
of sexuality with a client and determine the 
level of professional interventions concerning 
sexuality [21] by referring to a four-level 
classification system. A new version of the 
model was proposed in 2002 [9] that extended 
the model (EXtended-PLISSIT) to include a 
feedback loop to encourage reflection and 
practice review at each of the four levels 

(Table 4). The extended model also requires 
the practitioner to check in with the client 
for permission to continue the discussion 
on sexuality. Lastly, when a client’s needs 
are beyond a healthcare professional’s 
competence or comfort level, the healthcare 
professional must acknowledge their 
limitations and refer their client to the 
appropriate professional or speak to their 
manager to find an appropriate solution.

WHEN A CLIENT’S NEEDS ARE BEYOND A 
HEALTHCARE PROFESSIONAL’S COMPETENCE 

OR COMFORT LEVEL, THE HEALTHCARE 
PROFESSIONAL MUST ACKNOWLEDGE THEIR 

LIMITATIONS AND REFER THEIR CLIENT 
TO THE APPROPRIATE PROFESSIONAL OR 
SPEAK TO THEIR MANAGER TO FIND AN 

APPROPRIATE SOLUTION.
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TABLE 4    EX-PLISSIT LEVELS OF INTERVENTION

Levels of intervention Description

Ex 
Extended

Self-assessment of the intervention (right reflexes, elements of 
the intervention that could have been improved). Reminder to 
check each person’s comfort level again (the client’s and the 
healthcare professional’s) at each level or regularly during the 
intervention.

P
Permission

The healthcare professional gives the client permission to 
talk about sexuality, either with indirect signals (putting up 
posters) or by directly giving the client an opportunity to discuss 
it (e.g., identifying sexuality as an area that is addressed in 
physiotherapy, asking questions during the assessment of 
transfers and activities of daily living in order to raise the 
subject, etc.).

LI
Limited information

The healthcare professional provides a variety of 
information to their client. It is also important to ensure that 
any misconceptions are clarified and that limited factual 
information is provided. It should be noted that this information 
is intended for a group, not a particular individual (hence the 
term “limited”); for example, “People with [this diagnosis] often 
experience sexual difficulties because of [name the symptom]. 
What is your experience?”

SS
Specific suggestion

After identifying specific problems or concerns, the healthcare 
professional gives the client suggestions and advice. These 
suggestions must be tailored to the person’s needs. For 
example, recommendations on positioning may be suggested 
to facilitate sexual activities. 

IT
Intensive therapy

Intensive therapy may be offered by a physiotherapist with 
expertise in PFPT or may require referral to another healthcare 
professional (sexologist, physician, nurse, occupational 
therapist, etc.).

Each level will be presented in the next section “Physiotherapy expertise”.

13
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Permission-giving feedback loop

When discussing sexuality with a client, the 
healthcare professional must use the feedback 
loop regularly. It is used for various reasons, for 
example:

• The professional must make sure they 
themselves are comfortable with the topic 
or level of detail of the discussion. If they feel 
uncomfortable, it is best to refer the client to 
a colleague or consult their coordinator or 
manager to find a solution.

• It is important to check regularly if the client 
is still willing to discuss the subject further 
or in greater depth. This is particularly 
important for developing a relationship of 
trust. If the health professional changes level, 
the feedback loop should necessarily be 
applied (for example, when the discussion 
moves from limited information (LI) to 
specific suggestions (SS)). This also allows 
the professional to go back to previous levels 
if the client is uncomfortable with more 
specific suggestions.

• Since sexuality is a subject that is less 
frequently discussed in the physiotherapist’s 
general practice, the feedback loop also 
allows the health professional to review their 

practice after an intervention on the subject, 
to identify the right reflexes or adjustments 
that will improve their practice in the area of 
sexuality.

• In addition, if the client does not answer 
certain questions or does not answer 
adequately, the reason must be investigated 
[22]. The physiotherapist can use the loop to 
assess whether they have made any errors:

- Use of complex or inappropriate 
vocabulary;

- Non-verbal language or tone that is 
confrontational and does not promote 
openness;

- Inappropriate context or environment;

- Intentions not expressed by the therapist 
to the client (context not established);

- Unrealistic expectations on the part of the 
therapist.

Finally, if the therapist gets a negative response 
from the client and does not want to discuss 
the topic, it is important to respect the client’s 
choice and not to insist, for doing so could 
undermine the relationship of trust. The subject 
can be raised again if the client shows signs of 
openness or if they bring up the subject directly 
of their own accord.

4.1. Extended

DIALOGUE

TRUST

4.  PHYSIOTHERAPY EXPERTISE

14
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Indirect strategies

Permission to talk about sexuality may be given 
verbally, but other indirect strategies may also 
be used. Raising the subject of sexuality can 
be difficult for both the client and the health 
professional. It might help to provide leaflets 
or put up posters on the subject, for example 
in the waiting room or office [9, 23]. This both 
normalizes the presence of sexual dysfunction 
among NMD clients and shows an openness to 
addressing sexuality in a rehabilitation context. 
Posters may, for example, give:

General information :

• The roles of healthcare professionals the 
client may consult as needed [24];

• The fact that some NMDs can cause sexual 
dysfunction directly (erectile dysfunction), in 
connection with pelvic floor disorders that 

PFPT services may not be offered in the 
public network in your region or your 
client may not meet the referral criteria. 
Unfortunately, these services are mainly 
provided in the private sector, but 
some public institutions, mainly in the 
Montreal region, offer these services. 
The OPPQ website can help you identify 
physiotherapists who practice PFPT in 
your region.

4.2. Permission

affect sexuality (urinary incontinence) or 
affect sexual activities indirectly (fatigue).

Specific information:

• The role of healthcare professionals, or 
specifically the physiotherapist, in the area of 
sexuality and possible intervention strategies 
for each profession.

The physiotherapist can develop and implement 
strategies in their professional practice, such as:

• Outlining the role of the physiotherapist early 
on and clearly communicating that sexuality 
is one of the areas of intervention;

• Including sexuality in the assessment form [15];

• Giving the client a self-administered 
questionnaire on sexuality [15];

• Developing a mechanism for referral to PFPT.

15
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Context of permission giving

It is important to talk openly about sexuality 
and to do so without prejudice [25]. The 
therapist must listen actively to their client [26]. 
A reminder about confidentiality is essential to 
reassure the client during the interview [9]. The 
client must be told that they have the right to 
decline to answer questions that make them 
feel uncomfortable [27, 28] and that they can 
come back to them whenever they want to 
discuss it [22].

The subject of sexuality should preferably be 
discussed when the therapist is alone with 
the client, particularly in the case of young 
adults where the parent(s) presence may be 
an obstacle [14, 15, 29, 30]. In addition, it is 
important to address sexuality in a closed and 
discreet environment, to facilitate discussion 
[14, 15, 31]. It may also be appropriate to offer 
the client the opportunity to discuss sexuality 
with a professional of their choice and the 
gender of their choice if possible if this would 
make them feel more comfortable discussing 
the subject [26, 31].

Introducing the subject

It should be noted that the onus is on the health 
professional to initiate the discussion, even if the 
client seems shy or uncomfortable [28]. Since it is 
often a private and sensitive subject, it is important 
to avoid assuming that the client does not have 
any concerns if they do not raise the subject 
themselves. Indeed, several studies have shown 
that clients expect the professional to raise the 
subject [23, 32, 33]. In addition, the physiotherapist 
must ensure that the client has given their consent 
and wants to discuss the subject before doing 
so (PERMISSION) [24, 28, 29]. It is important to 
pay attention to the client’s non-verbal cues to 
determine their openness on the subject [29].

To introduce the subject of sexuality with clients, 
the therapist can initially use tools such as the 
EX-PLISSIT model, the MCAT, which includes 
the SMAF, or other tools documenting lifestyle 
habits, including sexuality [15, 30, 34]. The use of 
trigger questions (Table 5) is also effective, non-
confrontational and improves conversation 
flow [15, 29]. For example, a question on turning 
in bed can lead to a question on sexuality [29].

IT SHOULD BE NOTED THAT THE ONUS 
IS ON THE HEALTH PROFESSIONAL  

TO INITIATE THE DISCUSSION,  
EVEN IF THE CLIENT SEEMS SHY  

OR UNCOMFORTABLE.
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• During the first encounter, when explaining 
the physiotherapist’s role, sexuality can be 
identified as a topic that can be addressed 
in physiotherapy in the context of physical 
activity limitations [14];

 - It is also appropriate to inform the client that 
some physiotherapists have expertise in 
PFPT and can address pelvic floor disorders 
and sexual disorders and inform them that 
they can be referred to this type of care;

• During the initial assessment, a few 
questions can be included in the assessment 
form when asking about lifestyle habits or 
activities [14, 15];

• At the end of the initial assessment, it 
is appropriate to offer the client the 
opportunity to discuss topics that were not 
covered during the assessment, for example, 
“Are there any other issues or topics that we 

have not discussed together today that you 
would like to discuss with me?” [14];

• Spontaneously, when the physiotherapist sees 
an opportunity to address sexuality through a 
lifestyle habit or a symptom (e.g., pelvic pain 
or difficulty with positioning in bed) [31];

• During follow-up, it is appropriate to inform 
the client that the pelvic floor muscles may 
be affected by the disease and cause pelvic 
floor disorders (e.g., urinary incontinence, 
fecal incontinence) and, consequently, affect 
sexual activities;

• Throughout follow-up, when the 
physiotherapist feels that a good therapeutic 
alliance has been established and that the 
client will be more comfortable and open to 
discussing sexuality in greater depth [15, 26, 
30, 31, 34].

Finally, it is recommended that the subject be broached at the beginning of 
follow-up and to wait until the therapeutic relationship is more established before 
addressing sexuality in detail; generally, when the client has sufficient trust in 
their physiotherapist, the subject will be less sensitive, for both the client and the 
therapist [34]. The first encounter will break the taboo and the client will be more 
open subsequently [22]. How sexuality is approached must be adapted to the 
practice setting and the reason for referral [34]. The practitioner must provide 
several opportunities for discussion throughout follow-up [25], not only initially, as 
well as the possibility of ending discussions on the subject at any time (permission-
giving feedback loop).

CERTAIN KEY MOMENTS IN TREATMENT ARE MORE 
APPROPRIATE FOR ADDRESSING SEXUALITY:
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The therapist should:

• First, gradually discuss less sensitive topics 
and then ask more intimate questions [28]. 
For example, start by talking about the 
client’s relationship with their partner, then 
ask questions that focus more on aspects 
such as masturbation, orgasm or sexual 
problems;

• Use the appropriate terminology for anatomy 
(penis, vagina, vulva, breasts, anus), sexual 
activities (sexual intercourse, caresses, 
foreplay, masturbation) and positions 

(missionary, doggy style) to help normalize 
the subject;

• Approach sexuality in an explicit [9] and 
concrete way. For example, “Are you able to 
turn in bed during your sexual activities?” [35];

• Avoid associating sexuality with couples 
and consider other types of marital status 
(single, open relationship) and different sexual 
orientations;

• Broach sexuality when discussing another topic 
that facilitates the transition by using trigger 
questions (Table 5) [15, 29].

TABLE 5    TRIGGER QUESTIONS*

Dressing and hygiene: Have you found that your relationship with your partner has changed 
since you are no longer able to do your personal care on your own?

Walking: Has your relationship with your partner changed now that you need to use a wheelchair?

Breathing: Does your shortness of breath affect your intimate relationship in any way?

Dexterity: Now that it is difficult for you to do certain tasks with your hands, does this affect your 
ability to perform sexual activities, either alone or with a partner?

Mobility in bed: Have you found that intimacy with your partner has changed since you are no 
longer able to turn and move in bed on your own?

Muscle strength: Does your muscle weakness make certain positions or activities difficult in your 
intimate relationship?

Urinary or fecal incontinence: Does your incontinence occur during your sexual activities? Under 
what circumstances does it occur? 

Pelvic organ prolapse: Do you have a bulge inside or near the opening of the vagina that 
limits penetration? [22]

Institutionalization: Has your change in living environment affected your intimate relationship?

*Adapted from examples in Marsden et al. [29]

TIPS AND TECHNIQUES FOR ADDRESSING SEXUALITY
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Here are some other examples of questions to 
initiate a discussion on sexuality, taking into 
account the therapeutic relationship and the 
practitioner’s clinical judgment: 

• How has your health condition affected your 
relationship with your partner [28]?

• What is the impact of your impairments on 
your intimate relationship in general (other 
than sexual)?

• How does your condition affect your sexual 
self-stimulation activities (relaxation rituals, 
masturbation, fantasy, personal pleasure)?

• Since your diagnosis, what has changed in 
your relationship with your [husband/wife, 
partner, man/woman in your life, loved 
one]? What has changed in your intimate 
relationship [36]?

• Have you been told how your disease may 
affect your ability to have sexual intercourse 
[or sexual relations]? What do you know 

It may be useful to broach sexuality by presenting a fact before a question, using 
reciprocity [28], without being too intimate. For example, with a client with ataxia, 
sexuality can be broached by mentioning the fact that “people with ataxia often 
experience problems during sexual intercourse,” which is a form of reciprocity. In 
addition, the clinician can not only give the client permission to discuss sexuality, 
but can reassure them that there is no right or wrong answer [28].

about the impact of your disease on sexual 
activities?

• Many people with NMD have questions about 
the effects of the disease on their sexuality and 
how to remedy them. What is your experience 
of this? [28]

• People living with NMD often experience 
difficulties fulfilling their sexuality. Can you 
tell me what aspects you are having more 
difficulty with?

• Everyone has a different view of sexuality. 
I would like to know what you think and how 
you feel about your sexuality in relation to your 
disease [28]?

• How has your NMD changed the kind of activities 
you and your partner(s) do together [36]?

• People living with NMD often experience sexual 
problems, such as loss of desire due to low 
energy. How has your sexuality been affected 
by your disease [28]?

EXAMPLES

THE CLINICIAN CAN NOT ONLY GIVE THE 
CLIENT PERMISSION TO DISCUSS SEXUALITY, 
BUT CAN REASSURE THEM THAT THERE IS NO 

RIGHT OR WRONG ANSWER. 
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In order to promote clients’ sexual fulfilment, it 
is important to consider the many factors that 
can influence sexuality [3]:

• Biological factors (e.g., hormones, age, 
disease);

• Psychological and social factors (e.g., self-
image, anxiety, interpersonal relationships);

• Economic factors (e.g., financial resources, 
insurance); 

• Political and legal factors  (e.g., laws and 
regulations);

• Cultural and ethical factors  (e.g., social bias, 
openness to sexuality);

• Historical factors (e.g., changes over the 
decades);

• Religious and spiritual factors (e.g., values, 
religion).

The health professional is invited to explore 
all the dimensions of sexuality that could be 
affected by the condition, including sexual 

4.3. Limited information

intercourse and sexual activities, but also 
pleasure, eroticism and intimacy [3].

Direct and indirect impact
of NMDs on sexuality
NMDs have a significant impact on the quality of 
life and functioning of the people affected. The 
specific clinical presentation can vary greatly 
from one type of NMD to another, but some signs 
and symptoms are common to several NMDs.

• Muscle weakness, decreased stamina 
(muscle and cardiorespiratory capacity), 
poor muscle tone, fatigue and decreased 
mobility are common impairments that can 
have an indirect impact on sex life [29, 37-39].

• Some impairments such as decreased vaginal 
lubrication, erectile dysfunction, muscle 
weakness and reduced pelvic floor muscle 
tone and urinary and anorectal disorders 
interfere directly with clients’ sexuality [37, 
38, 40, 41]. Foreplay, adopting and holding 
certain sexual positions, masturbation, 
penetration and reaching orgasm are made 
much more difficult by these impairments.

Several factors may affect sexuality in CMT:

SEXUALITY AND CHARCOT-MARIE-TOOTH DISEASE (CMT)

1 Decreased sensation in the genital area due to degeneration of sensory fibres;

Slow sexual reflexes due to myelinopathy;

Difficulty performing intercourse and masturbation because of weakness 
in the lower limbs and hands, muscle fatigability, cramps, deformities and 
pain [41].
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It is essential to adapt the interventions 
depending on the person’s impairments and 
limitations, but also bearing in mind their 
objectives and lifestyle. Moreover, sexuality 
evolves and changes during each person’s 
lifetime and this is even more important 
to consider in people living with NMD. It 
is essential to reassess this component 
frequently [14].

The partner’s role

The professional should be able to include 
the partner in education [42]. NMD clients 
often have mobility limitations: it is important 
to involve the partner in finding a solution to 
the couple’s sexual difficulties [31]. Positive 
partner support improves sexual satisfaction 
[43]. The partner could also complete a 
questionnaire on their perception of sexuality 
in their relationship [35]. The physiotherapist 
can briefly go over communication and the 
partner’s involvement. The physiotherapist 
may refer the client to a sexologist if they 
believe that this aspect should be addressed 
more specifically [44]. It may be necessary to 
redefine sexual intimacy within the couple 
and to have open discussions on the subject 
[38]. Education may include explaining factors 
that influence sexual performance (e.g., 
stamina, sensory integrity, cardiorespiratory 
status) and proposing strategies to manage 
interpersonal aspects of sexuality and 

attitudes about sexual expression [37]. The 
physiotherapist can present alternatives or 
different ways to achieve physical sexual 
satisfaction through positioning or changing 
the type of sexual activity [43].

Educational resources

The professional must also be able to direct 
their client to educational resources [43]. 
Tools such as written documentation or 
simplified explanations using illustrations, 
diagrams or films can be useful for people 
with cognitive impairments or low health 
literacy [37, 45]. The physiotherapist can 
encourage the client to take an active role in 
obtaining information [46, 47]. Group classes 
on sexuality education that focus on specific 
disease conditions could also be provided by 
a healthcare professional [44].

 THE 
PROFESSIONAL 

SHOULD BE ABLE 
TO INCLUDE 

THE PARTNER IN 
EDUCATION.
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General information  
on the pelvic floor

NMD physiotherapists may ask questions about 
pelvic floor disorders and sexual disorders. 
Different components of sexual function can 
be assessed. At this stage, physiotherapists are 
expected to perform screening. It is important 
to teach clients’ about the anatomy and 
physiology of the pelvic floor. It is also important 

to discuss the function of pelvic floor muscles in 
sexuality, as they can have a direct (e.g., erectile 
dysfunction, hypertonicity, vulvovaginal and 
pelvic pain) or indirect impact (e.g., prolapse, 
urinary incontinence, fecal incontinence, 
constipation) on sexual function. In the specific 
suggestions, we will present aspects that can 
be addressed by all physiotherapists and issues 
that require a referral to a physiotherapist with 
expertise in PFPT.

Emotional state and sexuality

It is also important to consider that sexual 
health is a state of physical, social and mental 
well-being [3]. The professional must take 
into account the influence of NMD clients’ 
emotional state on their sexuality. Stress, 
fatigue and depression can have a negative 
impact on sexuality [26].

The pelvic floor muscles are located in the perineal region and form a hammock 
between the pubic bone and the coccyx. They have an impact on urinary, anorectal 
and sexual function. Sexual function is the least known. They are involved, among 
other things, in clitoral arousal, vaginal tone for sensation during penetration for both 
partners, orgasm, maintaining an erection and ejaculation. Therefore, dysfunction 
of these muscles can affect all these functions.

PELVIC FLOOR MUSCLES

SEXUAL HEALTH 
IS A STATE OF 

PHYSICAL, SOCIAL 
AND MENTAL 
WELL-BEING.

22



Clinical practice guideline on roles and interventions in physiotherapy to promote sexuality in adults with a neuromuscular disease Clinical practice guideline on roles and interventions in physiotherapy to promote sexuality in adults with a neuromuscular disease

List of aspects that can be addressed
When the subject of sexuality is broached, the physiotherapist can explore different aspects 
that can have a direct or indirect impact on sexuality:

Positioning and ability 
to hold positions;

Muscle weakness;

Cardiorespiratory 
function;

Reduced mobility; 

Fatigue;

Genitourinary and 
anorectal dysfunction; 

Spasticity;

Contractures;

Sensitivity disorder;

Musculoskeletal pain;

Flexibility; 

Coordination;

Balance;

Transfers and mobility in bed;

Physical adaptations: 
examples include an 
electric bed, grab bars or 
positioning cushions [48];

Sexual desire, sexual 
arousal or orgasmic 
disorder [22];

Vulnerability to abuse.

People with disabilities face a higher risk of sexual assault. The incidence of sexual 
assault among women with disabilities is approximately twice as high as among 
women without disabilities [49]. Therefore, it is important to discuss the subject 
with the client in order to support the helping relationship if the professional has 
reason to believe that the client is being abused. When this type of issue is raised, 
an interdisciplinary approach must be encouraged and what the client reports 
must not be questioned [34].

VULNERABILITY TO ABUSE

Specific suggestions consist of interventions 
tailored to the client and the partner, if any. 
At this stage, the physiotherapist carries out 
interventions to facilitate engagement in 
sexual activities based on their client’s needs, 
impairments, limitations and preferences. 
An initial assessment would allow the 
physiotherapist to identify which aspects of 
the client’s sexuality need to be addressed.

4.4. Specific suggestions

Assessment

As mentioned in the previous sections of 
the guide, the subject of sexuality can be 

introduced at different times when following 
up with the client. However, it is recommended 
to introduce the subject early on and to wait 
until the therapeutic relationship is more 
established before exploring the subject in 
more detail. Thus, taking into account the 
therapeutic relationship and practitioner’s 
clinical judgment, the assessment proposed 
in this section could be done at different times 
during the follow-up period and could be 
divided up as needed. The assessment process 
can be divided into two steps: 

• History and subjective assessment;

• Objective assessment.
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History and subjective assessment

During this step, the physiotherapist will have to identify aspects that are within the scope 
of their competence and those that require referral to another healthcare professional. This 
assessment may take the form of a discussion, an interview or self-administered questionnaires, 
if the client has the necessary abilities. Many tools can be used to address this aspect, although 
they are not specific to clients with NMD [24].

• Changes in Sexual Functioning Questionnaire (available online, including standards):  
https://www.dbsalliance.org/wp-content/uploads/2019/02/Restoring_Intimacy_CSFQ_
Handout.pdf) [50];

• Sexual Quality of Life - Female/Male (available online, including standards):   
https://www.pfizerpcoa.com/sexual-quality-life-men-sqol-m; https://www.pfizerpcoa.com/
sexual-quality-life-female-sqol-f) [51, 52];

• Personal Experiences Questionnaire [53];

• Female Sexual Function Index (FSFI) (available online):   
https://www.nva.org/wp-content/uploads/2015/01/FSFI-questionnaire2000.pdf) [54];

• International Index of Erectile Function (IIEF) (available online, including standards):  
https://www.kantonsspitalbaden.ch/Department-Chirurgie/Dokumente/IIEF-EN.pdf;  
https://www.baus.org.uk/_userfiles/pages/files/Patients/Leaflets/iief.pdf) [55];

• Golombok Rust Inventory of Sexual Satisfaction (GRISS) [56].

TABLE 6     ASPECTS THAT CAN BE EXPLORED IN THE SUBJECTIVE ASSESSMENT [37, 57-59]

Interpersonal relationships (marital status, relationship)

Frequency, type, positioning, penetration associated with sexual activities

Whether or not assistance is needed during sexual activities

Urinary, vaginal or anorectal symptoms associated with sexual activities

Desire, erectile or orgasmic disorder

Pain during sexual intercourse

Fatigue

Impact of the disease on sexuality

The client’s and the partner’s objectives

WWW
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Objective assessment

A client is rarely referred to physiotherapy for issues related to sexuality. The purpose here is not to 
present a specific assessment form for sexuality, but to draw attention to disabilities and limitations 
that may be encountered during the objective assessment that could have an impact on sexual 
activity. In addition, as with any issue, it is important to focus the assessment on the issues identified 
during the subjective assessment.

An assessment of the musculoskeletal system will assist in determining whether the client has the 
ability to touch, hold, caress or to adopt various positions to participate in sexual activities [57]. 
Muscle strength, range of motion, flexibility, dexterity, muscle control and coordination should 
also be assessed [14, 30]. For example, assessing range of motion will help determine if the client 
can put on a condom autonomously [37]. Similarly, impaired muscle function in various areas 
(mouth, hands, etc.) may limit the ability to engage in a sexual or intimate activity (oral sex, kissing 
one’s partner, holding hands) [60, 61]. Musculoskeletal pain, common in NMD clients, should be 
investigated with specific tests.

TABLE 7    SPECIFICATIONS FOR THE OBJECTIVE ASSESSMENT

Muscle strength 
and control

 - Importance for holding various positions and ability to alternate positions [62]

 - Check strength of the upper limbs (plank position, all fours position), trunk (sitting, 
standing) and lower limbs (hip movements, kneeling, standing)

 - Assess grip and dexterity (caresses, masturbation, ability to hold a sexual device)

Range of motion 
and flexibility

 - Check the mobility of the hand and upper limbs (grip, undressing, putting on a 
condom, caresses, ability to hold a plank position, all fours position)

 - Check the mobility of the lower limbs (flexibility of the adductors, hamstrings)

Coordination  - Assess coordination as needed, mainly for the upper limbs (masturbation, 
caresses)

Musculoskeletal 
pain

 - Assess hip, sacroiliac, coccyx, back, abdominal and pelvic floor pain by 
palpation and specific tests

 - Assess the lumbo-pelvic complex and posture [62]

 - Tension and pain in the abdominal and hip region may be involved in perineal 
pain. An old perineal scar with adhesions could cause pain [62]

Cardiorespiratory 
exam

 - Since sexual activities are considered to be physical activities, it is sometimes 
necessary to assess the cardiorespiratory system

 - Assess vital signs, breathing pattern and response to exertion (dyspnea, 
desaturation, signs of intolerance, Borg scale) [62]

Neurological 
exam

 - Check the reflexes and tone of the lower limbs (spasticity of the adductors)

 - Assess sensation in the L5 S1 S2 lumbosacral dermatomes in the periphery of 
the genital area. For a more in-depth assessment, a referral for PFPT can be 
made
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In addition, like all assessments in 
physiotherapy, it is essential to carry out 
a functional assessment of the client. A 
comprehensive assessment of movement, 
transfers, mobility in bed, sitting and 
standing balance could highlight some of 
the disabilities that can affect individuals’ 
sexuality [14]. Transfers and turning in bed 
provide insight into the muscle strength of the 
upper limbs and trunk and are indicative of 
the person’s ability to change position during 
sexual activities [62].

After assessing the impact of impairments 
and disabilities, it is important to clarify 
the client’s and the partner’s expectations 
and priorities with respect to treatment if 
problems related to sexuality are present 
[43].

RÉFÉRENCE EN PHYSIOTHÉRAPIE RPP

Reasons for referral*  

• Vulvovaginal or perineal pain

• Urinary incontinence

• Fecal incontinence

• Prolapse

• Perineal hyper- or hyposensitivity

Objective assessment

• External assessment of the perineum: 
dermatome, reflex, superficial and  
deep sensation, appearance of the 
vulva (redness, atrophy, scarring, 
dryness, etc.), pelvic floor muscle 
function [62]

• Internal assessment of the vagina or 
anus: pain/tension, tone, prolapse, pelvic 
floor muscle function 

*Some interventions that do not involve a 
perineal or internal examination may be 
carried out by general physiotherapists and 
will be presented in the next sections. However, 
a referral may be necessary to address these 
issues more specifically. 

The interventions presented in this section can 
be carried out by the physiotherapist, but they 
must use their professional judgment and 
adaptability to adjust their interventions to 
the practice context and comfort level (their 
own and their client’s).

Generally speaking, the objective of an 
intervention in physiotherapy relating to 
sexuality is to assist the client and their 
partner (if any) in the physical aspect of their 
sexual activities. This can be accomplished 
by promoting mobility and physical activity, 
energy management, education on possible 
assistive devices, pain management, 
positioning in bed and the management of 
incontinence and pelvic organ prolapse [22, 
34, 43, 57]. In a holistic approach, it is important 
to identify residual abilities the client can use 
to keep doing certain activities.

General  
interventions

Intervention feedback loop
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Physical activity

Several studies emphasize the importance of the rehabilitation professional in improving mental 
and physical well-being as well as sexual function through physical activity in people living with 
a disability [46, 63-65]. There is ample evidence that physical activity has a positive impact on 
sexual function in the general population [66-68].

• Moderate physical activity promotes sexual arousal by releasing hormones and activating the 
autonomic nervous system [69].

• Physical activity can also have an indirect effect on sexuality by contributing to the maintenance 
or improvement of cardiorespiratory function, endurance or even muscle strength [70-73].

• Physical inactivity, on the other hand, can increase the risk of developing sexual dysfunction [69, 
74, 75].

Therefore, it is important to encourage clients to adopt healthy physical activity habits. In the 
context of NMD, it is important to be specific to the diagnosis and adapt the recommendations 
or exercise program based on the pathophysiology of the disease.

YOGA AND SEXUAL HEALTH

A study on women with multiple 
sclerosis [76] aimed to evaluate 
the effectiveness of a 3 month 
yoga training program compared 
with no intervention. The program 
included slow exercises, breathing 
exercises and meditation. The results 
of the study showed a significant 
improvement in physical abilities and 
sexual satisfaction in the group of 
women who participated in the yoga 
program. Therefore, yoga could be an 
interesting activity to explore with 
people with NMD.
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Positioning

There are multiple sexual positions and 
sexual activities possible. It is important to 
opt for positions that respect the physical 
capacities of both partners, taking into 
account, in particular, balance, muscle 
strength, endurance and dexterity. The 
physiotherapist can help with positioning, 
for example by making recommendations, 
by testing various positions in the therapy 
room or by prescribing an adapted exercise 
program. The client might not be able to 
adopt a particular position. In this case, a 
compensatory approach should be prioritized 
[31]. It is essential to consider not only the ability 
to hold the position, but also the transition 
movements required to adopt the position 
[77]. Indeed, the position might be easy to 
hold, but it might be difficult for the client 
to get into the position. Recommendations 
can be made in this regard. In addition, a 
caregiver or an attendant can be asked 
to assist with positioning in bed [78]. Other 
general recommendations: 

• Some alternative positions can be used to 
avoid placing stress on areas affected by 
NMD, for example the wrists [38];

• Compensatory methods such as using 
pillows or bean bags can help prevent falls 
or increase stability [38];

• The use of a bed bar can also facilitate 
support [79];

• People with increased tone or pain should 
position themselves on the less tense side [15];

• The height of the bed can be adjusted, surfaces 
and angles can be modified or specialized 
cushions can be used [77]. This can increase 
comfort, but also allow more freedom of 
movement in the position. For example, a firmer 
surface and silk sheets can reduce friction 
during transfers;

• For clients with ataxia or trunk weakness, the 
all fours position is not recommended [31];

• The missionary position can be difficult and 
even advised against because it involves 
eccentric work of the triceps for the person on 
top [31]. This type of contraction is generally not 
recommended with any type of NMD;

• Sometimes vaginal or anal penetration can be 
difficult if both partners have severe disabilities. 
Sexual intercourse can take a lot of effort and 
energy for both. Some couples will opt for non-
penetrative sexual activities in a position that is 
comfortable for them [80];

• The positions presented in Table 8 on the next 
page require less endurance and are more 
stable. They can be recommended for adults 
with NMD.

COMPENSATORY 
METHODS SUCH AS 
USING PILLOWS OR 

BEAN BAGS CAN HELP 
PREVENT FALLS OR 

INCREASE STABILITY.
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Dr. Heather S. Howard, a sexologist, has created educational 
videos in consultation with several healthcare professionals, 
including a physiotherapist, for couples interested in learning 
more about strategies and positions for painless sex. Three 
videos are available for rent: 1) hip and knee problems; 2) back 
problems; 3) pelvic pain in women [77]. She has also developed 
a library of different ergonomic sexual positions for healthcare professionals. These 
are interesting tools that can be used with NMD clients depending on the problems 
encountered (e.g., low back pain related to postural problems and muscle imbalance). 
A link to these tools is provided in Section 11 of the guide.

EDUCATIONAL VIDEOS AND LIBRARY

Strength training may increase muscle 
function and prevent atrophy in people 
with a muscle disease [82]. A strengthening 
program should be personalized to each 
client and their disease. All clients should have 
a program to at least prevent deconditioning 
[31]. An alternative approach is needed to 
deal with sexuality-related activity limitations 
[30]. In the case of muscle weakness that 
limits a client’s sexuality, various strategies 
other than increasing strength can be used to 
compensate for it. Among other things, many 
sex toys or aids are available on the market 
and can enhance sexual satisfaction in the 
case of difficulties caused by weakness [38]. 
If grip strength is greatly reduced, these toys 
can be attached to the hand to make them 
easier to use [37]. It may be interesting to 
work in collaboration with the occupational 
therapist or sexologist when choosing sex toys 
or assistive devices.

Interventions depending on 
disabilities and limitations

Muscle weakness

Similarly, weak hands can be compensated for 
by using other parts of the body to caress the 
partner, if desired [38]. Varying sexual positions 
or using specialized triangular foam cushions 
should be recommended to compensate for 
weakness [30, 43]. For example, a man with 
myotonic dystrophy or limb-girdle muscular 
dystrophy might have weak shoulders, which 
makes it more difficult for him to be in positions 
where he is on top [31]. 

IN THE CASE OF MUSCLE 
WEAKNESS THAT LIMITS 
A CLIENT’S SEXUALITY, 
VARIOUS STRATEGIES 

OTHER THAN INCREASING 
STRENGTH CAN BE USED 
TO COMPENSATE FOR IT.
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Fatigue

The physiotherapist can explore with the client the time of day when they have the most 
energy. Effective energy management would allow the person to enjoy their intimate time 
more, since they might be able to adopt positions that are normally difficult with proper 
management. The couple must have good communication to be able to identify opportune 
moments for intercourse and plan their sexual activities accordingly [38, 80]. For example, 
energy conservation techniques could be used throughout the day. Yoga would also be 
effective for energy conservation.

Transfers are energy-intensive for NMD clients, so efficient transfer 
and positioning techniques are of paramount importance for saving 
energy [43]. According to Delaney and Donovan [43], energy levels 
are higher in the morning so this would be a better time for sexual 
activities. More passive positions should be preferred (see “positioning” 
section). Bardach [37] proposes that the client place themselves in 
a supine or lateral position with pillows to hold this position. A less 
demanding alternative to penetration may be masturbation, caresses 
or oral sex [37]. Breaks and rest before and after sexual activity are 
also encouraged [80].

Decreased range of motion,  
contractures and spasticity

Contractures and spasticity are common 
problems in NMD and affect mobility, which 
can compromise sexual activities in this 
clientele. In general, spasticity can be treated 
in physiotherapy by specific stretches to 
improve or maintain range of motion and 
flexibility, by optimal anti-spastic positioning 
and by thermal modalities [43, 83].

• Muscle release techniques can be provided by 
the physiotherapist to reduce spasticity [15];

• Passive stretches or continuous stretch 
positions (frog, prone position, Thomas, 
standing in weight bearing position) can 
help reduce spasticity or spasms and could 
be done before sexual activities [31, 78];

• A hot shower before sexual activities can 
also reduce muscle tension and movement 

limitations [38]. However, for people with 
low blood pressure, as seen in some DM1 
clients, this may not be indicated given the 
risk of a drop in blood pressure. The risk 
of hypotension can be discussed with the 
nurse [84];

• Spasms are often triggered by a sudden 
movement or touch; in this case, education 
about the cause must be provided in order 
to avoid them [31];

• Informing the client how to stop clonus by 
doing stretches is an element that should 
also be integrated into treatment [31];

• In women with cerebral palsy, reaching 
orgasm by oral or manual stimulation 
can reduce spasms and facilitate sexual 
intercourse with penetration [79]. This 
strategy could also be used in people with 
NMD to facilitate penetration;
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• Positioning;

 - The partner plays a very important 
role in positioning. The person in better 
physical condition can adopt certain 
positions to facilitate sexual intercourse 
with the person with NMD;

 - A person who has difficulty spreading 
their legs could prioritize the spoon 
position (see the “positioning” section) or 
ask the partner to massage and stretch 
their legs gently to open them [31];

 - For a client with spasticity of the back, 
the prone position with a pillow placed 
under the stomach is recommended [14];

 - If a woman with NMD has flexum of the 
knees and hips, she can rest her legs on 
her partner’s torso or shoulders while in 
a supine position.

• The physiotherapist must be able to assess 

Conservative treatment of spasticity can be complemented by anti-spasmodic 
medication. This type of medication usually has a peak effectiveness of a few hours, 
so it may be interesting to take advantage of the medication’s effectiveness window 
to plan sexual activities [43, 78]. Note that for some clients, spasticity may be beneficial 
to sexual response (e.g., reflex erection, orgasm and ejaculation) and that anti-
spasmodic medication might reduce this response [78]. Therefore, it is important to 
check the impact of tone and medication on the client’s sexual function.

SPASTICITY AND MEDICATION

their clients to determine if the use of 
assistive devices (e.g., an orthosis) is 
appropriate to achieve an optimal posture 
and to promote joint mobility [83];

• Compensatory equipment may reduce the 
physical effort required for movement and 
help compensate for disabilities [37].

Balance disorder

With balance problems, a compensatory 
approach is preferable [31]. The use 
of assistive devices and education on 
positioning are the interventions that the 
physiotherapist should focus on. The goal is 
to ensure the client’s safety [31]. Collaboration 
with or referral to an occupational therapist 
should be considered to better determine 
the type of assistive device or positioning to 
be used [30].
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Erectile dysfunction

Erectile problems are sometimes associated 
with some types of NMD such as DM1; 70 72% of 
men with DM1 experience erectile dysfunction 
[85, 86]. Education can be provided on erectile 
dysfunction. The following is a list of aspects 
that can be taught:

• The impact of lifestyle on health and erectile 
function (obesity, physical inactivity, diet, 
tobacco, alcohol, drugs) [74, 75];

• The role of the pelvic floor muscles 
(ischiocavernosus and bulbospongiosus 
muscles) in erectile function: contraction 
of these muscles before and during sexual 
intercourse reduces venous return to the 

corpus cavernosum and helps maintain the 
erection [22];

• The pelvic floor muscle contraction by self-
palpation;

• Direct stimulation of the penis can lead to 
a reflex erection in some men with erectile 
dysfunction [25, 83]. The authors of one 
study demonstrated the effectiveness of a 
training program using the bulbocavernosus 
reflex on tumescence in men with a spinal 
cord injury [87]. To trigger the reflex, the 
men had to apply pressure on the glans, 
which caused a contraction of the pelvic 
floor. It may be beneficial to use this reflex 
before sexual activity;

Lying on your back with your knees 
bent or in a seated position, put your 
fingers on the fibrous core (area 
between the anus and the vagina/
testicles) over your underwear or 
directly on the skin*.

Contract your pelvic floor muscles as 
if you wanted to hold in urine or gas.

Under your fingers, you should feel an 
upward and forward movement. You 
should not feel that your perineum is 
pushing on your fingers, this would 
mean that you are pushing instead 
of contracting.

HOW DO YOU CONTRACT YOUR PELVIC FLOOR MUSCLES  
BY SELF-PALPATION?

1

2

3

Be careful not to compensate:   Try to contract only the muscles under your fingers, 
avoid tightening the buttocks or the inside of the thighs. Do not block your breathing.

*To understand the movement better, you can insert a finger into the vagina.  
You should feel that your finger is pulled inward when you contract.

36



Clinical practice guideline on roles and interventions in physiotherapy to promote sexuality in adults with a neuromuscular disease Clinical practice guideline on roles and interventions in physiotherapy to promote sexuality in adults with a neuromuscular disease

• The pelvic floor muscles can also be 
contracted around the penis during anal 
or vaginal penetration in order to exert 
pressure and promote erection;

• A strength training program targeting the 
pelvic floor muscles [88, 89]: active exercises 
will increase blood flow in these muscles 
and promote erectile function. A referral 
for PFPT may be necessary if you think 
that the client might not be performing a 
quality contraction (inversion, Valsalva 
manoeuvre, compensation) and would 
require further assessment;

• The physiotherapist can advise their client 
in exploring alternative techniques to 
satisfy their partner: masturbation or oral 
sex [37].

If erectile dysfunction is newly reported by 
the client, it is preferable to refer them to their 
physician for a medical assessment and the 
necessary care. The physician may propose 
medication (e.g., tablets or self-administered 
injections) or implants in some cases [25, 38].

REFERRAL FOR PFPT 

Reasons for referral 

Physiotherapists with expertise in PFPT can 
perform an internal examination and this 
allows for a better assessment of pelvic 
floor muscle function. Internal intervention 
techniques may also be performed. A 
referral may be appropriate if there is no 
improvement with the other techniques 
suggested above. However, no studies have 
evaluated the effect of PFPT on erectile 
dysfunction specifically in NMD population.

Interventions

• Education on the use of the perineal 
musculature before or during sexual 
activities to manage muscle fatigue and 
optimize erection [22]

• Personalized prescription for pelvic floor 
muscle exercises

• Neuromuscular stimulation

• Education on external devices (e.g., penile 
pumps) to help achieve an erection [25, 83]
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Hyposensitivity

There are alternatives for individuals with 
reduced sensation in the genitals [34]. It may be 
appropriate to assess sensation in the perineal 
region in PFPT, or in the surrounding area for 
general physiotherapists, and to assess superficial 
(light touch, temperature and nociception) and 
deep sensation (vibration). The client can then be 
directed toward sexual activities that promote 
stimulation of preserved sensory fibres [14].

• Exploring various erogenous zones such as 
the margins of the anus, nipples, groin, neck 
and ears can cause orgasm or increase sexual 
desire when there is reduced sensation in the 
genitals [38, 79];

• The use of a vibrator or oral sex can help people 
with reduced sensation achieve orgasm [38, 43];

• Sex toys with different levels of vibration can 
be used*.

*People should be cautious with respect to the 
risks associated with their use due to reduced 

Sensitivity disorder  
in the genital area 

sensation. Users must take precautions with 
regard to size (stretching structures) and the risk 
of the device’s motor overheating. A person with 
hyposensitivity must make sure they check the 
integrity of their structures. They can also ask 
their partner for help, use a mirror or perform 
self-palpation to ensure there are no wounds or 
irritation.

Hypersensitivity

It is important to question individuals with 
perineal hypersensitivity properly to determine 
whether or not the hypersensitivity is associated 
with pain, since this will change the direction 
of the treatment plan. Some clients may use 
the term “hypersensitivity” to define their pain, 
hence the importance of questioning the person 
properly. As with hyposensitivity, it may be 
appropriate to assess sensation to verify this 
impairment.

• Sensory rehabilitation and treatment can 
be provided for areas of hypersensitivity, 
neurogenic sensation or allodynia [78];

• In the case of hypersensitivity, it is preferable 
to use manual sexual devices in order to have 
control over sensation. The important thing is 
to promote painless sexual activity.

SOME CLIENTS MAY USE THE TERM 
“HYPERSENSITIVITY” TO DEFINE THEIR PAIN, 
HENCE THE IMPORTANCE OF QUESTIONING 

THE PERSON PROPERLY. 
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Decreased vaginal lubrication

In some NMDs, decreased vaginal lubrication 
may occur. The use of vaginal lubricants during 
sexual intercourse may help overcome this 
impairment [25, 37, 43, 83]. Lubricants prevent 
vaginal irritation from friction and reduce pain 
during sexual intercourse. Vaginal moisturizers 
may also be used regularly, outside of sexual 
activity, to reduce vaginal dryness.

Moisturizers are used to counteract 
the symptoms of vaginal dryness and 
irritation by improving the integrity of the 
vaginal wall and maintaining a balanced 
pH. Moisturizers do not usually contain 
hormonal agents and can be purchased 
over-the-counter in pharmacies: 
RepaGyn, Gynatrof, Replens, etc. For 
women with genitourinary syndrome of 
menopause, local hormone therapy can 
be prescribed by a physician.

VAGINAL MOISTURIZERS

TABLE 9    TYPES OF LUBRICANTS

WATER-BASED 
LUBRICANTS

SILICONE-BASED 
LUBRICANTS

OIL-BASED  
LUBRICANTS

 - More popular and accessible  - More expensive  - Less expensive

 - Rarely cause irritation (if they 
do not contain glycerin and 
propylene glycol)*

 - Rarely cause irritation  - Rarely cause 
irritation

 - Can be used with a condom 
or other sexual accessories

 - Can be used in water 
and are compatible with 
condoms

 - Do not use with silicone 
accessories

 - Do not use with  
latex (condom)

 - Tend to dry quickly  - Lubrication lasts longer 
than with water-based 
lubricants

 - Powerful lubricant  
and moisturizer

 - Do not stain  - Harder to wash off  
clothes

 - May stain clothes

Examples** 
K-Y, Astroglide and Muko 
lubricating jelly 
 
YES VM, Good Clean Love, 
Sliquid H2O and Slippery Stuff  
do not contain glycerin or 
propylene glycol

Examples 
K-Y intrigue, Eros body glide, 
Wet platinum 
 
There is an option without 
glycerin or propylene glycol 
(Pjur Woman Bodyglide)

Examples 
YES natural, oil-based 
(fractionated/unrefined 
coconut, plant, almond, 
emu)***

*Glycerin and propylene glycol can cause inflammation and promote the development of vaginal 
Candida infections. **The composition of products is subject to change. It is important to always 
check the ingredients. ***Be careful of nut allergies.
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Vibratory stimulation [83], neuromuscular 
stimulation [90] and strengthening the pelvic floor 
muscles [43, 90, 91] could help increase female 
lubrication. Mercier et al. [91] evaluated the effect 
of a 12 week pelvic floor muscle training program 
including strength, endurance, coordination and 
functional exercises on women with genitourinary 
syndrome of menopause. The results showed 
a statistically significant difference for many 
variables, including an increase in vaginal 
secretions, a decrease in vaginal dryness and a 
decrease in vulvovaginal irritation. The authors 
of a second study on women with multiple 
sclerosis reported that 30 slow contractions 
followed by 30 rapid contractions of the pelvic 
floor muscles repeated three times a day were 
associated with increased female lubrication 
as well as increased satisfaction and sexual 
arousal [90]. Indeed, given the important role of 
pelvic floor muscles in sexual function (clitoral 
arousal, vaginal tone and orgasm), pelvic floor 
muscle exercises have a significant impact 
on this component. A referral for PFPT may be 
appropriate in these cases.

Furthermore, it is essential not to overlook the 
influence of the psychological aspect on sexual 

response [35]. Sexual activity usually starts 
with erotic thoughts followed by a physiological 
response. Lubrication is greatly influenced 
by desire and sexual interest. Foreplay can 
increase desire and therefore lubrication [35]. 
Fatigue, pain and self-image will also influence 
sexual response. The psychological aspect can 
be broached with clients and a referral can 
be made when it is beyond the scope of the 
physiotherapist’s expertise.

Musculoskeletal or  
neuropathic pain

There are several treatment options in 
physiotherapy to reduce pain during sexual 
intercourse. As mentioned in the assessment 
section, it is important to assess the lumbar, 
sacroiliac, pubic symphysis and hip region. The 
abdominal muscles, iliopsoas, piriformis, internal 
obturator muscle, adductors, glutes, quadratus 
lumborum should also be investigated for the 
presence of tension or pain to ensure the proper 
functioning of the pelvis [92]. It is important 
to note that the cause of the pain needs to 
be assessed first and treated specifically 

IT IS ESSENTIAL NOT 
TO OVERLOOK THE 
INFLUENCE OF THE 
PSYCHOLOGICAL 

ASPECT ON SEXUAL 
RESPONSE.

REFERRAL FOR PFPT

Reason for referral  

Persistent perineal pain related to decreased 
lubrication

Interventions

• Personalized prescription for pelvic floor 
muscle exercises

• Neuromuscular electrical stimulation

• Manual therapy (based on the assessment)

• Advice on the use of moisturizers and 
lubricants [62]
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  Urinary incontinence

Urinary incontinence has been shown to have 
a significant impact on sexuality in the general 
population [93-97]. Mainly demonstrated 
in women, incontinence has an impact on 
sexual desire (libido), lubrication, sexual 
satisfaction, reaching orgasm and even pain 
during sexual intercourse (dyspareunia) [93, 
98]. In addition to having an indirect impact 
on sexuality, incontinence can also occur 
during intercourse (coital incontinence).

Urinary incontinence has been reported 
in the literature in several NMDs such as 
ARSACS [99], Friedreich’s ataxia [100, 101], 
Duchenne and Becker’s muscular dystrophy 
[102] and myotonic dystrophy [103, 104]. 
Urinary problems may be due, for instance, to 
weakness of the urethral sphincter (internal 
or external) and/or pelvic floor, detrusor 
hyperactivity (the muscle layer of the 
bladder) or bladder sphincter dyssynergia. 
It is also important to determine the type 
of urinary incontinence and to identify the 
underlying cause of the problem in order to 
guide the treatment plan. No studies have 
been published on non-pharmacological 
interventions in the treatment of urinary 
incontinence in people with a neuromuscular 
disease and it is therefore essential to 
use one’s clinical judgment based on the 
pathophysiology of the disease and the 
client’s clinical profile.

depending on its type and source (e.g., pelvic 
floor muscle tension, neuropathic pain, dryness, 
central sensitization, etc.).

• First, proper positioning avoids overloading 
the joints or painful limbs [38].

• Sensate focus (a method where participants 
focus on their own sensations during the 
sexual act and not on the action or goal of 
the action), relaxation, mindful breathing, 
heart coherence and rest after the sexual 
act can help manage pain related to sexual 
intercourse [44, 62].

• It may be appropriate to plan sexual 
activities for when the pain is less severe by 
synchronizing the effect of the medication 
and the client’s level of fatigue and stress.

• In the case of perineal pain, a physiotherapist 
with expertise in PFPT has more skills for 
assessing and intervening with respect to 
these impairments.

REFERRAL FOR PFPT

Reasons for referral  

• Pain during sexual intercourse

• Vulvar or vaginal pain

• Perineal and pelvic pain

Interventions

• Relaxation of the pelvic floor and 
peripheral muscle tension (lumbar, 
gluteal, abdominal region), neuromuscular 
electrical stimulation [62, 90]

• Manual therapy, biofeedback therapy,  
use of an accommodator (dilator) [43, 62]

• Recommendations on the use of 
moisturizers or lubricants, education on 
preparation for sexual intercourse [62]

Incontinence
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// Education

Education is central to the physiotherapy 
treatment plan and it is essential to include 
education when physiotherapists address 
urinary problems. Education on neuromuscular 
disease, the anatomy of the bladder, the 
pelvic floor and the pathophysiology of urinary 
incontinence are aspects that must be discussed 
with the client. General recommendations 
concerning certain lifestyle habits may be made 
to people with urinary incontinence [88]:

• Weight loss;

• Increased physical activity;

• Smoking cessation;

• Reduced caffeine intake.

// Bladder training

For people with urge incontinence, that is, urine 
leakage associated with an urgent need to 
urinate, bladder training is preferred.

• Techniques such as urge suppressing and 
delayed voiding techniques can be taught;

• The use of a bladder diary may also be 
relevant to gain insight into urinary habits 
and identify the circumstances of leaks;

• Educate the client on modifiable risk factors 
for incontinence, such as eating habits. 
Several foods and drinks are considered to 
be bladder irritants (caffeine, alcohol, citrus 
fruits, etc.) and recommendations can be 
made;

• Another aspect to monitor is dehydration. 
A common habit related to urinary 
incontinence is limiting fluid intake. 
Decreased fluid intake also causes bladder 
irritation due to concentrated urine and 
may increase urinary urgency.

Recommendations on risk factors and bladder 
training can be made by general physiotherapists, 
but they must intervene based on their clinical 
knowledge and skills. Physiotherapists are 

encouraged to take a proactive approach to 
pelvic/perineal issues.

// Pelvic floor muscle exercises

For clients with stress urinary incontinence, that 
is, urine leakage associated with increased 
intra-abdominal pressure (physical activity, 
coughing, etc.), pelvic floor muscle exercises are 
recommended as a first-line treatment and have 
been shown to be effective in reducing urine 
leakage in the general population [105]. They may 
also reduce urinary urgency [106].

• Exercises can be taught to increase muscle 
strength, endurance, power and control. 
Muscle relaxation exercises may also be 
relevant in some cases;

• Electrical stimulation is also recommended for 
stress urinary incontinence, urge incontinence 
or mixed incontinence;

• A referral for PFPT is necessary for teaching 
internal exercises and for the use of electrical 
stimulation.

// Coital incontinence

Coital incontinence is observed mainly in people 
with stress incontinence; more than half of whom 
experience coital incontinence [107, 108]. Urine 
leakage during penetration is more likely to be 
associated with stress urinary incontinence, 
while urine leakage during orgasm is more 
likely to be associated with urge incontinence 
[107]. Incontinence during penetration is mainly 
due to urethral sphincter insufficiency, whereas 
incontinence during orgasm is related to an 
uninhibited detrusor contraction concomitantly 
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FEMALE EJACULATION VS. SQUIRTING  
VS. COITAL INCONTINENCE

Although the physiology of female ejaculation and squirting has received little 
attention to date and is the subject of scientific debate, the composition of these 
fluids is different from urine in terms of the urea and creatine concentration [109]. 
Female ejaculation comes from the para-urethral Skene glands (female prostate) 
and does not occur in all women [109, 112]. The fluid is whitish, rich in prostate specific 
antigen (PSA) and low in volume [109, 112, 113]. Squirting refers to the expulsion of a 
large amount of clear fluid with a very diluted urine composition. There may also be 
a mixture of female ejaculate. To differentiate between squirting, coital incontinence 
at orgasm, a urodynamic assessment as well as a biochemical analysis of the fluid 
would be required [109]. However, the authors of one study report that women with 
coital incontinence also have leaks in other circumstances [113].

or not with sphincter dysfunction [107, 109, 110]. It is 
important, however, to distinguish between coital 
incontinence in women and female ejaculation.

• Clients can be taught how to strengthen 
the pelvic floor muscles and how to use 
the perineal-detrusor reflex by performing 
perineal contractions during sexual 
intercourse to reduce uninhibited detrusor 
contractions [22];

• Changing positions to avoid pressure of the 
penis on the woman’s bladder and emptying 
the bladder before sexual intercourse are 
also strategies that should be encouraged;

• According to a study evaluating the effect 
of conservative treatments (PFPT) and 

surgical treatments on coital incontinence 
and quality of life, both types of treatments 
are thought to be effective in the treatment 
of coital incontinence and were associated 
with an improvement in quality of life in 
a sample of women with stress urinary 
incontinence, urge incontinence and mixed 
incontinence [111];

• Tibial neurostimulation, pharmacological 
interventions and certain types of surgery 
are treatment options in the absence of 
results with conservative treatments [110];

• Also, putting a protective pad on the bed 
can be suggested to avoid staining the 
mattress and alleviate anxiety associated 
with urine leakage.
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// Functional urinary incontinence

In people with functional urinary incontinence, 
that is, urine leakage related to a cognitive 
impairment or physical inability to go to 
the bathroom, interventions on balance 
and mobility, recommendations on home 
adaptations, equipment as well as urinary 
habits can be made. Collaboration with the 
occupational therapist may be indicated for 
home adaptations.

// Neurological conditions

A neurogenic bladder can be hyperactive, 
hypoactive or a combination of both. It is 
important to detect the signs and symptoms 
of these types of problems in order to quickly 
refer the client to a physician. People with 
a hypoactive bladder may have difficulty 
emptying the bladder, either due to difficulty 
initiating urination, a weak and/or interrupted 
stream, a feeling of incomplete emptying, 
urinary retention and sometimes even overflow 
incontinence. Urinary retention can have serious 
consequences for the upper urinary tract and 
it is important to manage this problem. People 
with an overactive bladder will, on the other 
hand, have urgency, pollakiuria, nocturia and 
possibly urge incontinence. Patients may also 
have both clinical pictures for example, urgency 
and hypoactivity. Treatments for neurogenic 
bladder have been shown to be effective in 
improving the sex life of clients with multiple 
sclerosis [90]. Specialized and multidisciplinary 
management is preferable with this type of 

condition. Physiotherapy, pharmaceutical and 
medical interventions are possible options.

If a client has a catheter, education can be 
provided on catheter management in the 
context of sexual activity [114]

• If the person has a valve, they can close 
the valve and remove the drainage bag for 
the duration of the activity [115]. Otherwise, 
it is important to put the bag in a strategic 
location to prevent it from limiting sexual 
activities;

• The catheter can also be taped to the thigh 
or abdomen with adhesive medical tape 
to reduce the risk of pulling on the catheter 
during sexual activities [115, 116];

• Sexual intercourse is easier with suprapubic 
catheters, since they do not pass through the 
urethra [117], but sexual intercourse is also 
possible with Foley catheters. However, it 
can be irritating and painful for some people 
with this type of catheter [118]:

 - Women: the catheter can be taped to the 
thigh;

 - Men: the catheter can be taped along the 
length of the penis with a condom put over 
it [115-117];

• General hygiene before and after sexual 
intercourse is also necessary to prevent 
infections [84].

If you are unsure about catheters, speak to the 
nursing staff. They will be able to educate clients.

IF YOU ARE UNSURE ABOUT CATHETERS, 
SPEAK TO THE NURSING STAFF. THEY WILL BE 

ABLE TO EDUCATE CLIENTS.
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Constipation

Anorectal dysfunction can have a direct impact 
on sexuality. Constipation can cause abdominal 
pain and lead to a decrease in sexual desire 
and interest [35]. Constipation can have multiple 
causes. Some risk factors can be modified, 
such as dehydration, reduced physical activity, 
an inadequate bowel emptying technique 
and poor diet [92, 125]. Various techniques 
and recommendations can be taught, such as 
intestinal massage, a bowel emptying technique 
and the introduction of a bowel routine. In addition, 
a referral for PFPT can be made to correct the 
bowel emptying technique with biofeedback, a 
rectal balloon and manual therapy. The results of 
a study on women demonstrated the beneficial 
effect of biofeedback on functional constipation 

 Fecal incontinence

Fecal incontinence, that is, the involuntary leakage 
of stool or gas [119], can also occur in people 
with NMD. It has been reported in DM1 [120, 121], 
ARSACS [122] and Friedreich’s ataxia [100]. This 
type of incontinence can also have an impact 
on the sexuality of the people affected, mainly 
on sexual desire, sexual satisfaction, lubrication, 
orgasm and pain during intercourse [123].

People with fecal incontinence may also benefit 
from the interventions described for urinary 
incontinence. Treatments for fecal incontinence 
include lifestyle changes, medication, PFPT 
and surgery [124]. Education on managing 
stool consistency through diet, fluid intake 
and medication is paramount in a context of 
fecal incontinence. Urges will often be harder 
to control with liquid or soft stools. Depending 
on the client’s diagnosis and clinical profile, a 
referral for PFPT, family physician, nutritionist or 
nurse may be indicated.

REFERRAL FOR PFPT

Reasons for referral

• Urinary incontinence: urge, stress  
or mixed

• Coital incontinence

• Fecal incontinence (liquid, solid or gas)

• Prolapse

Interventions

• Personalized prescription for pelvic floor 
muscle exercises

• Teaching on facilitating techniques 
(transverse abdominis, diaphragmatic 
aspiration, hip adductors) [62]

• Biofeedback and rectal balloon

• Neuromuscular electrical stimulation

with respect to sexual function, namely, on 
dyspareunia, orgasm and sexual arousal [126].

Altered self-image

Self-image is also an important aspect with 
respect to positive sexuality [61]. NMDs can cause 
impairments and deformities that can negatively 
affect self-image. For example, women with CMT 
may avoid situations of intimacy (e.g., being seen 
naked) in an attempt to conceal physical changes 
caused by the disease [127]. Sexual identity may 
also be affected, for example, as a result of loss 
of mobility; the male identity of some men in 
wheelchairs may be adversely affected if they 
have difficulty having sex with their partner [26, 
59]. A referral to psychology might be appropriate 
in order to deal with this type of issue [38].
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Respiratory or cardiac involvement

It is appropriate to consult the physician 
to check if there are any precautions or 
contraindications to sexual activity for 
patients who have a respiratory or heart 
condition. It is also important to know that 
people on ventilation can have sexual 
intercourse [79]. In a study of sexuality among 
people with ALS, 5 out of 6 participants on 
ventilation reported having sexual intercourse 
at least once a month [61]. In a second study 
on a sample of 53 patients with ALS, sexual 
activities were reported as possible by 31% of 
people on non-invasive ventilation and by 14% 
of people with tracheostomy ventilation [128]. 
However, it can affect people’s sexual activity 
and can be a barrier for some individuals [61, 
128]. Furthermore, if the medical prescription 
recommends increasing the O2 flow rate for 
physical exertion, users are encouraged to 

adjust the flow rate during sexual activity. 
Recommendations in terms of positioning and 
adjustments can be made to users with these 
types of devices.

In addition, recommendations can be followed 
to reduce secondary fatigue resulting from 
the involvement of these two systems [37]:

RECOMMENDATIONS

1
2

3

4

5

Avoid positions that are too exhausting;

Have sexual activity when rested;

Avoid sexual activity one hour after eating and do not drink alcohol 
three hours before, as this may increase shortness of breath;

Teach strategies for managing dyspnea (e.g., positioning,  
pursed lip breathing, diaphragmatic breathing) [62];

Avoid environments that are too hot, humid or cold during sexual activity.
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Sexual devices

Sexual devices may also be recommended 
depending on the disabilities identified during 
the assessment. Sexual devices can be an 
ideal solution for some users, for example, by 
compensating for certain disabilities, reducing 
the energy needed during sexual activities or 
allowing activities that would not be possible 
without these devices. Some online erotic 
stores even sell adaptive devices for people 
with disabilities or recommendations for this 
type of clientele. For example, positioning 
cushions and furniture can be found in some 
specialty stores. The occupational therapy 
clinical practice guideline appended presents 
several types of sexual devices for NMD clients 

If the client’s needs exceed the physiotherapist’s 
professional limits, a referral for PFPT or an internal 
referral to another healthcare professional in 
the facility (occupational therapist, nutritionist, 
nurse, social worker, physician) should be made. 
Furthermore, the client should be directed 
to their physician for referral to specialized 

4.5 Intensive therapy

[1]. The physiotherapist’s role in recommending 
sexual devices will vary depending on the 
practice setting, the therapeutic relationship 
with their client and the physiotherapist’s 
knowledge. The essential point to remember 
is that sexual devices can be an interesting 
solution and that physiotherapists must be able 
to guide the person in safe and comfortable 
practices based on the physical disabilities 
identified. It may be relevant to collaborate 

PHYSIOTHERAPISTS MUST BE ABLE 
TO GUIDE THE PERSON IN SAFE 

AND COMFORTABLE PRACTICES 
BASED ON THE PHYSICAL 
DISABILITIES IDENTIFIED. 

services, such as gynecology, psychology or 
sexology, depending on their specific needs [24]. 
For women with pelvic pain, treating the pain 
itself is often not enough when the pain has been 
present for a long time. Sexual counselling can 
have a greater impact on pain than treatment 
of the pain itself [129].

with and/or 
refer the client 
for PFPT and/or 
sexologist and/
or occupational 
therapist for more 
specialized needs.
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It is essential to develop the role of communicator in order to be able to intervene in the 
area of sexuality. As mentioned earlier, it is the professional’s responsibility to initiate 
the discussion on sexuality [28]. Clients expect the subject to be raised by healthcare 
professionals [20, 26, 27] and many do not report their problems voluntarily if they are 
not questioned because of the intimate and private nature of the subject. 

TABLE 10    BARRIERS AND FACILITATORS TO COMMUNICATION

BARRIERS FACILITATORS

The client is uncomfortable regarding  
the topic of sexuality.

The client is comfortable regarding  
the topic of sexuality.

Therapist’s discomfort regarding sexuality Use of trigger questions

Presence of a family member Closed environment and one-on-one meeting

Short-term therapy or follow-up Familiar environment (home visit) [130]
Therapist’s lack of time Inclusion of questions on sexuality in the 

assessment questionnaire
Therapeutic relationship not established or 
difficult

Screening questionnaire for sexual issues 
completed systematically

Cognitive impairment (This can sometimes 
be a facilitator for some clients by facilitating 
discussion on more taboo topics, such as 
sexuality)

Relationship of trust established between  
the therapist and the client by setting 
common goals and considering each party’s 
resources [22]

The therapist has competence, knowledge 
and is comfortable discussing the topic of 
sexuality [131].

5. COMMUNICATION

The physiotherapist must also speak assertively 
and fluidly, but they must not ask overly intrusive 
questions, since few people will freely confide 
their sexual concerns during the initial encounter 
[36]. It is also important for the professional to 
avoid suggesting answers, allow periods of 
silence and use vocabulary the client is able 
to understand [24, 132]. The therapist must 

practice active listening, adjust their approach 
to the person, use appropriate terminology and 
use visual aids as needed [19]. For some clients, 
the subject will be easy to discuss and direct 
questions may be asked. For others, the therapist 
will have to use indirect strategies. The client must 
feel that anything they say will be respected and 
confidential [133].

In addition, it is preferable to follow the 
Ex-PLISSIT model presented in the guide 
and to apply the feedback loop regularly, 
mainly to make sure the client consents to 
the professional discussing or intervening in 
matters of sexuality. To improve this area of 
expertise, it is recommended, for instance, 

to talk openly about sexual problems and to 
discuss options for restoring or improving the 
sex life of clients and their partners [25, 83]. 
Moreover, barriers to communication and 
factors that facilitate discussion must be 
identified in order to improve the extent to 
which the subject is addressed [23].
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Since sexuality is not usually considered a 
priority, it is rarely included in the health care 
services offered in a rehabilitation program 
[14, 26, 31, 32, 34]. In order to remedy the 
situation, physiotherapists could support the 
assessment and treatment of issues related 
to the area of sexuality as a common practice 
in their workplace [32]. Interdisciplinary 
team meetings could be organized in order 
to identify the specific expertise of each 

6. MANAGEMENT
There are several factors that may limit healthcare professionals when it comes 
to addressing their clients’ sexual health problems. They include [134]:

• Lack of time;

• Lack of human and  
financial resources;

• Lack of training;

• Institutional policies.

IT IS RECOMMENDED THAT 
EACH PROFESSIONAL 

INTEGRATE THE SUBJECT 
OF SEXUALITY INTO THEIR 

PRACTICE AND THAT 
THE TEAM MANAGE THIS 
COMPONENT TOGETHER.

discipline in relation to sexuality [32]. Next, 
a clear plan for the division of tasks among 
professionals could be established [32]. The 
Ex-PLISSIT model (see section 3.2) proposes 
a structure to separate the different aspects 
of management based on the client’s needs, 
which allows the team to refer the client to the 
appropriate resource when necessary [32]. 
Other approaches that could be integrated 
include designating a healthcare professional 
to assess this component and then refer the 
client to the appropriate resources based on 
the problems identified. A sexuality screening 
questionnaire could also be integrated and 
given to the client by the first service provider. 
This method would highlight the inclusion of 
sexual health in the health services offered by 
the department or program and increase the 
frequency of treatment for impairments and 
limitations related to sexuality [24]. However, 
it is recommended that each professional 
integrate the subject of sexuality into their 
practice and that the team manage this 
component together.
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Irrespective of which professional broaches 
the topic of sexuality, the approach must 
be based on collaboration, which promotes 
mutual support and encourages trust among 
professionals [29]. Indeed, the Ex-PLISSIT model 
suggests that each healthcare professional can 
provide information about sexuality to clients 
with disabilities [33]. However, in physiotherapy 
practice, sexuality is rarely addressed [14]. 
As needed, physiotherapists are encouraged 

IRRESPECTIVE OF WHICH PROFESSIONAL BROACHES 
THE TOPIC OF SEXUALITY, THE APPROACH MUST 

BE BASED ON COLLABORATION, WHICH PROMOTES 
MUTUAL SUPPORT AND ENCOURAGES TRUST AMONG 

PROFESSIONALS.

to observe or learn about the practice of 
colleagues (e.g., nurse, sexologist) who may 
have tools to intervene in the area of sexuality 
[15]. Before beginning to integrate the subject 
of sexuality into their practice, it may be helpful 
to talk with a sexologist or psychologist in order 
to create contacts and to benefit from their 
knowledge to formulate open, progressive 
questions in order to feel more comfortable 
with the subject [136].

7. COLLABORATION
In order to practice their profession properly, a physiotherapist must know their 
role in relation to sexuality. They must also be able to recognize the limits of their 
expertise and foster collaboration with other professionals, such as a sexologist, 
occupational therapist, psychologist, doctor or nurse [29, 43, 135]. Sexuality affects 
several areas of life; individuals with sexual problems will therefore benefit from 
a more flexible biopsychosocial approach involving the expertise of several 
professionals [32]. 

Teamwork is crucial in a holistic treatment 
approach, which is why all professionals should 
intervene together with the client as long as they 
obtained the client’s consent [29]. Pooling each 
professional’s expertise allows the client to be 
supported in their entirety [10]. Physiotherapists, 
as well as other healthcare professionals on the 
interdisciplinary team, must be able to identify 
and discuss sexual issues in order to direct their 
clients to the appropriate resources [10]. It is 

important that the roles of the different team 
members are clearly defined, explained and 
understood [10]. If the physiotherapist does not 
feel comfortable discussing or intervening with 
their client regarding sexuality, the client should 
be referred to another physiotherapist who can 
address these issues. If the physiotherapist is 
unsure of their role in the area of sexuality, they 
are encouraged to consult their interdisciplinary 
team or clinical coordinator.
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TABLE 11    SUMMARY OF THE ROLES OF HEALTHCARE PROFESSIONALS IN THE AREA OF SEXUALITY

HEALTHCARE 
PROFESSIONAL

ROLE 
[137, 138]

EXAMPLES OF ASPECTS THAT CAN  
BE ADDRESSED IN SEXUALITY

Physiotherapist “Assess physical function 
limitations and disabilities 
related to the neurological, 
musculoskeletal and 
cardiopulmonary systems, 
determine a treatment plan 
and apply treatment in order 
to obtain optimal functional 
performance”

 - Positioning

 - Muscle weaknesses (exercises)

 - Fatigue (energy management)

 - Reduced mobility, contractures  
and spasticity

 - Transfers and mobility in bed

 - Recommendations for sexual 
devices and assistive devices

 - Perineal and pelvic pain (including 
pain during sexual intercourse)*

 - Urinary and fecal incontinence*

 - Prolapse*

 - Sensory disorders*
*Investigated and managed more in PFPT

Occupational 
therapist

“Assess functional abilities, 
determine and implement a 
treatment and intervention 
plan, develop, restore or 
maintain a person’s skills, 
compensate disabilities, reduce 
handicapping situations and 
tailor the environment to 
needs with a view to fostering 
the optimal autonomy of the 
person in interaction with his 
environment”

 - Positioning

 - Dressing, undressing

 - Fatigue (energy management)

 - Task preparation

 - Hygiene

 - Transfers and mobility in bed

 - Decreased dexterity (possible 
adaptations)

 - Recommendations for sexual  
devices and assistive devices

Sexologist “Assess a person’s sexual 
behaviour and development, 
determine, recommend and 
carry on interventions and 
treatment in order to foster a 
better sexual balance in the 
person in interaction with the 
person’s environment”

 - Sexual desire disorders

 - Sex education

 - Sexual aversion

 - Vaginismus (difficulty in penetration)

 - Negative sexual experience/abuse

 - Orgasm disorders

 - Addiction, fetishism, sexual 
compulsion

 - Recommendations for sexual  
devices
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TABLE 11    SUMMARY OF THE ROLES OF HEALTHCARE PROFESSIONALS IN THE AREA OF SEXUALITY

HEALTHCARE 
PROFESSIONAL

ROLE 
[137, 138]

EXAMPLES OF ASPECTS THAT CAN  
BE ADDRESSED IN SEXUALITY

Psychologist “Assess psychological and mental 
functioning, and determine, 
recommend and carry out 
interventions or treatments 
with a view to fostering the 
psychological health and 
restoring the mental health of 
a person in interaction with his 
environment”

 - Psychological distress

 - Decreased self-esteem

 - Negative sexual experience/abuse

 - Relationship problems

Physician “Every act having as its object to 
diagnose or treat any deficiency 
in the health of a human being 
constitutes the practice of 
medicine.

The practice of medicine shall 
comprise, in particular, medical 
consultation, prescribing of 
medication or treatment, 
radiotherapy, attendance at 
confinements, establishing 
and controlling diagnosis 
and treatment of illnesses or 
diseases.”

 - Decreased libido

 - Erectile dysfunction

 - Adjustment of medication

 - Pregnancy

 - Vaginal dryness, irritation

 - Abnormal bleeding between 
periods

 - Neurogenic bladder and urinary 
urgency

 - Infections

Nurse Assess a person’s state of health, 
draw up a care plan, provide 
care, teaching and ensure 
continuity of care [84]

 - Sex education

 - Advice on sexuality issues

 - Contraception

 - Sexually transmitted and blood-
borne infections

 - Pregnancy

 - Signs and symptoms of 
menopause

 - Hygiene and infection prevention 
[139]

 - Pain management

 - Catheter
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TABLE 11    SUMMARY OF THE ROLES OF HEALTHCARE PROFESSIONALS IN THE AREA OF SEXUALITY

HEALTHCARE 
PROFESSIONAL

ROLE 
[137, 138]

EXAMPLES OF ASPECTS THAT CAN  
BE ADDRESSED IN SEXUALITY

Social worker “Assess social functioning, 
determine an intervention 
plan and see to its 
implementation, and support 
and restore social functioning 
in relation to a person’s milieu 
with a view to fostering the 
optimal development of the 
person in interaction with his 
environment”

 - Self-assertion

 - Identification of needs, desires and 
limitations

 - Education on healthy sexual practice

 - Bereavement related to physical 
disabilities

 - Relationship problems

 - Referral to community resources

 - Negative sexual experience/abuse

8. SCHOLARSHIP
The role of the scholarly practitioner is 
of great importance, especially when 
dealing with a topic as poorly documented 
as sexuality in people with NMD. 

Sexuality is addressed very little or not at all in 
physiotherapists’ initial training [14, 15, 26, 30, 31, 
34]. Pynor et al.’s study [140] showed that of the 
333 physiotherapy students surveyed, half were 
not comfortable addressing most topics related 
to sexuality. In addition, most physiotherapy 
students reported that nearly all topics were not 
adequately covered in their training [140]. A lack 
of knowledge limits professional practice [14, 135].

Different means exist to compensate for the 
lack of knowledge in this area. Pieters et al. 
[32] propose a training program called Team 
Training Sexual Health Care to help healthcare 
professionals develop their knowledge, skills 
and behaviour. In this course, several teaching 
techniques are used to equip professionals, 
such as role playing, reading and presenting 
sex toys [10, 32]. This type of program would 
allow physiotherapists to integrate sexuality 
into their practice and promote a better 
understanding of the respective roles in the 
interdisciplinary team [10].

With experience, a physiotherapist develops 
interpersonal communication skills, making it 
easier to discuss sexuality [31]. Peer mentoring 
would be a good way to share this experience 
with other healthcare professionals who are 
interested in developing their communication 
skills. Continuing education programs such as 
lectures [31] or internal training [30] given by a 
sexologist would improve the physiotherapist’s 
theoretical knowledge of sexuality. Accredited 
PFPT training is also available to learn more 
about pelvic floor sexual dysfunction [30, 31].

Since the scientific literature does not 
document the physiotherapist’s role in sexuality 
specifically for the NMD clientele, the clinician 
can extrapolate the practice by following the 
recommendations with related clienteles.
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9. PROFESSIONALISM
It is the duty of physiotherapists to promote education, give information and ensure 
the quality of services provided to their clients in all areas of their life [16, 137]. Clients 
with limitations expect to be educated about their sexuality by their physician, but 
this aspect is addressed in only 12% of cases [141, 142]. 

It is therefore essential that healthcare 
professionals raise the topic with their clients. 
In addition, clients report that they prefer 
to discuss the topic with a professional with 
expertise in the area or with the professional 
with whom they have the best relationship of 
trust [14, 60]. Due to the length and frequency 
of follow-up, rehabilitation professionals and 
nurses often become close with the client 
[14, 135] and quickly develop a relationship of 
trust with them. This promotes exchanges on 
intimate issues and the physiotherapist must 
at least know what interventions are possible 
in the area of sexuality, both in physiotherapy 
and in other professions.

Moreover, it is especially important for the 
physiotherapist to adopt a professional attitude 
when they discuss or intervene in the area of 
sexuality. In order to optimize quality of care, a 
client-centered approach should be prioritized. 
This type of approach advocates respect for the 
client’s uniqueness, diversity and autonomy in 
their various sexual activities [19]. It implies that 

the physiotherapist must respect clients’ different 
sexual practices, orientations and identities 
without passing judgement and so address 
these differences with the same level of quality of 
care and services [15]. The physiotherapist must 
also be aware that they themselves can make 
clients uncomfortable by projecting their values 
and judgments. They must avoid this situation 
and also be aware of their personal limitations 
in terms of their competence and refer the client 
to a colleague or other professional if a situation 
exceeds their area of expertise or comfort level 
[19, 26, 30, 132]. 

THE PHYSIOTHERAPIST MUST 
RESPECT CLIENT’S DIFFERENT 

SEXUAL PRACTICES, 
ORIENTATIONS AND 

IDENTITIES WITHOUT PASSING 
JUDGEMENT.

54



Clinical practice guideline on roles and interventions in physiotherapy to promote sexuality in adults with a neuromuscular disease Clinical practice guideline on roles and interventions in physiotherapy to promote sexuality in adults with a neuromuscular disease

10. LEADERSHIP

As clinicians, it is important to be proactive in identifying clients’ concerns 
regarding sexuality and not wait until problems arise before acting [10]. To do this, 
physiotherapists must first recognize that difficulties related to sexuality are real 
and important issues for clients. Healthcare professionals’ failure to recognize the 
problem is frequently raised as an issue [23]. Awareness-raising campaigns for 
healthcare professionals could be set up in rehabilitation centres.

IT IS IMPORTANT TO BE PROACTIVE 
IN IDENTIFYING CLIENTS’ 

CONCERNS REGARDING SEXUALITY 
AND NOT WAIT UNTIL PROBLEMS 

ARISE BEFORE ACTING.

In addition, the rehabilitation team must find 
ways to ensure that sexuality becomes and 
remains an integral part of their practice. 
In adolescence, in particular, clients with 
physical disabilities require special attention 
with respect to health promotion and it is the 
role of healthcare professionals to provide 
information about sexuality, nutrition and 
physical activity to parents [143]. Establishing 
a continuum of services from childhood to 
adulthood for a client with NMD would afford 

opportunities to address barriers to an active 
sex life at key points in their development [30]. 
For example, having leaflets and informative 
documents on energy management and 
pain management related to sexuality in 
the waiting room would show the healthcare 
professionals’ and the clinic’s openness [15, 26, 
31]. Other tools such as explanatory videos 
and websites can also be used to encourage 
physiotherapists’ initiative to promote 
sexuality [31].
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