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Abstract 

Persistent genital arousal disorder (PGAD) is characterized by physiological sexual 

arousal (vasocongestion, sensitivity of the genitals and nipples) that is described as distressing, 

and sometimes painful. Although awareness of PGAD is growing, there continues to be a lack of 

systematic research on this condition. The vast majority of published reports are case studies. 

Little is known about the symptom characteristics, biological factors, or psychosocial 

functioning associated with the experience of persistent genital arousal (PGA) symptoms.  

This study sought to characterize a sample of women with PGA (Study One); compare 

women with and without PGA symptoms on a series of biopsychosocial factors (Study Two); 

and undertake an exploratory comparison of women with PGA, painful PGA, and genital pain 

(Study Three)—all within a biopsychosocial framework. Symptom-free women, women with 

PGA symptoms, painful PGA, and genital pain, completed an online survey of biological factors 

(medical history, symptom profiles), psychological factors (depression, anxiety) and social 

factors (sexual function, relationship satisfaction).  

Study One found that women report diverse symptoms associated with PGA, with almost 

half reporting painful symptoms. In Study Two, women with symptoms of PGA reported 

significantly greater impairment in most domains of psychosocial functioning as compared to 

symptom-free women. In particular, catastrophizing of vulvar sensations was related to symptom 

ratings (i.e., greater severity, distress) and psychosocial outcomes (i.e., greater depression and 

anxiety). Finally, Study Three found that women with PGA symptoms reported some overlap in 

medical comorbidities and symptom expression as those with combined PGA and vulvodynia 

and those with vulvodynia symptoms alone; however, there were also a number of significant 

differences in their associated physical symptoms.  
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These studies indicate that PGA symptoms have negative consequences for the 

psychosocial functioning of affected women. As such, future research and clinical care may 

benefit from a biopsychosocial approach to PGA symptoms. These studies highlight areas for 

more targeted research, including the role of catastrophizing in PGA symptom development and 

maintenance, and the potential conceptualization of both PGA and vulvodynia (and potentially 

other conditions) under a general umbrella of ‘genital paraesthesias’ (i.e., disorders characterized 

by abnormal sensations, such as tingling and burning).  
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Chapter 1 

General Introduction 

Persistent genital arousal disorder (PGAD) is a condition characterized by symptoms of 

persistent physiological sexual arousal (i.e., genital vasocongestion, increased sensitivity of the 

genitals) that occur in the absence of psychological feelings of subjective arousal (Leiblum & 

Nathan, 2001, 2002). Leiblum and Nathan (2001) initially proposed five criteria for the disorder, 

which have largely gone unchanged since they were originally published. The criteria specified 

that in addition to feelings of persistent genital arousal (PGA), the symptoms must not resolve 

with ordinary orgasm, and may take extended time or multiple orgasms to diminish; intense, 

spontaneous orgasms might also occur. Furthermore, the PGA symptoms may be triggered by 

sexual stimuli, non-sexual stimuli, or may not be associated with any identifiable trigger. Finally, 

the PGA symptoms are described as unwanted, intrusive, and at least moderately distressing.  

The majority of PGAD cases have been reported in women; however, there are three 

published case reports of men with similar symptoms (One case in: Kamatchi & Ashley-Smith, 

2013; Two cases in: Waldinger, Venema, van Gils, de Lint, & Schweitzer, 2011). Initial research 

on PGAD has found that it has a substantial impact on psychological well-being (Carvalho, 

Veríssimo, & Nobre, 2013; Goldstein, 2013) and sexual functioning (Leiblum & Seehuus, 2009), 

although much remains unknown, including what causes this distressing condition. 

A Poorly Understood Condition 

PGAD is not well understood, and it is frequently confused with other conditions such as 

hypersexuality (Kafka, 2010)—which is characterized by psychological feelings of high 
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subjective sexual arousal. Women are often embarrassed to disclose their symptoms to a health 

care provider, and when they do, their symptoms are often dismissed as being ‘in their head’ or 

seen as something they should embrace. Very little is known about the prevalence of PGAD. 

This lack of knowledge is largely due to the fact that the majority of research on PGAD is in the 

form of single-case studies (for a full review of PGAD case studies, see Chapter 2). As a result, a 

standardized treatment algorithm for PGAD has yet to be created. A variety of treatments have 

been used in single cases with varying degrees of success (see Chapter 2). Indeed, only two 

studies on PGAD have used a symptom-free comparison group (Carvalho et al., 2013; Leiblum 

& Seehuus, 2009). Although there are many hypotheses, the cause/causes of PGAD remain 

unknown. However, some initial conceptualizations of the condition have been proposed.  

Current Conceptualizations of PGAD 

Waldinger and colleagues have hypothesized that PGAD (which they refer to as ‘restless 

genital syndrome’ to emphasize the genital and sensory nature of the condition) is a result of 

small fiber sensory neuropathy (Waldinger, van Gils, Ottervanger, & Vandenbroucke, 2009; 

Waldinger, Venema, van Gils, Schutter, & Schweitzer, 2010; Waldinger, Venema, van Gils, & 

Schweitzer, 2009). They have observed that restless genital syndrome often occurs within a 

cluster of syndromes including restless leg syndrome and/or overactive bladder syndrome.  

An alternative conceptualization has been proposed by Markos and Dinsmore (2013) who 

conducted a review of the bodies of literature on PGAD and vulvodynia (i.e., chronic, non-

medically explained vulvar pain), noting a large number of similarities between the two 

conditions. Given their similar unknown etiologies, lack of identifiable biological abnormalities, 
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and similar comorbidities of both conditions, they suggested that PGAD might be best thought of 

as a subtype of vulvodynia. In support of this, previous research has found that 35% of women 

with PGA symptoms describe these symptoms as painful (Leiblum, Brown, Wan, & Rawlinson, 

2005).  

Focusing more on psychosocial factors, Leiblum and Chivers (2007) discussed the 

potential role of negative cognitive and affective appraisals of genital sensations in the 

development of distressing PGA. They noted cases of women who experience spontaneous and 

even persistent arousal that is evaluated as enjoyable. They hypothesized a feedback loop where 

negative cognitions and affect (i.e., anxiety) are attributed to spontaneous feelings of genital 

arousal, which in turn, increases autonomic nervous system arousal (i.e. greater genital arousal), 

resulting in persistent and distressing physiological arousal.  

Finally, some research has focused on persistent genital arousal that occurs due to some 

morphological cause, such as spinal meningeal cysts (Feigenbaum & Boone, 2015; Komisaruk & 

Lee, 2012). However, although some cases of PGAD may have a treatable structural/biological 

source, a large number of PGAD cases (see Chapter 2) do not have an identifiable cause.  

A Biopsychosocial Approach 

A biopsychosocial framework has been applied to other conditions of pain/discomfort that 

do not have an identifiable physical case (Gatchel, Peng, Peters, Fuchs, & Turk, 2007), including 

vulvodynia (c.f. Aerts, Bergeron, Pukall, & Kalifé, 2016; Sadownik, 2014). Using a 

biopsychosocial approach would allow for a more comprehensive investigation of PGA 

symptoms, including the interrelationships among these factors. Indeed, many of the published 
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case studies of PGAD focus on only one element of the symptoms (e.g., medically-oriented 

treatments, or investigation for physical causes). Examining biological, psychological, and social 

factors of PGAD will improve understanding of the condition, and in turn, improve identification 

and treatment of affected women.  

The Current Study 

Following a review of the existing research on PGAD, the current study aimed to address 

three broad research questions. First, in an online sample of women with diverse symptoms of 

PGA (including but not limited to the Leiblum & Nathan 2001 criteria), what are the 

predominant medical conditions, symptom characteristics, symptom triggers, management 

strategies, and predictors of distress? Second, how does the presence of PGA symptoms impact 

biopsychosocial functioning as compared to PGA symptom-free women? Finally, an exploratory 

comparison was undertaken between women with PGA symptoms, painful PGA symptoms, and 

vulvodynia to address the question ‘is persistent genital arousal a form of vulvar pain?’ The 

results from this preliminary research will lay the groundwork for more targeted research on 

PGAD.  

  



 

 

 

5 

Chapter 2 

Persistent Genital Arousal Disorder: A Review of its Conceptualizations, Potential Origins, 

Impact, and Treatment 

Persistent genital arousal disorder (PGAD) is a condition assumed to primarily affect 

women, though there have been three published case reports in men as well (Kamatchi & 

Ashley-Smith, 2013; Waldinger, Venema, van Gils, de Lint et al., 2011). It is characterized by 

symptoms of physiological sexual arousal (genital vasocongestion, increased sensitivity of the 

genitals and nipples, etc.) in the absence of feelings of subjective arousal (Leiblum & Nathan, 

2001; 2002). These symptoms are not fully relieved with any behavioural act or over-the-counter 

remedy, and they are described as intrusive, unwelcome, unpleasant, and sometimes painful. 

PGAD often results in great amounts of distress, and is associated with feelings of shame and 

isolation, and suicidal ideation (Goldstein, 2013; Leiblum, 2006; Leiblum & Nathan, 2001; 

2002).  

PGAD was first described in the scientific literature by Leiblum and Nathan (2001) in a 

series of five case studies of women with varied experiences and diverse backgrounds. Leiblum 

and Nathan originally termed PGAD ‘persistent sexual arousal syndrome’ based on a specific 

group of symptoms (see below). The authors later changed this label to PGAD to reflect the 

genital nature of the condition, and to prevent confusion with persistent subjective sexual arousal 

or desire (Leiblum, 2006). Despite this change, PGAD is still confused with hypersexuality on a 

behavioural level (Kafka, 2010); both women with PGAD and hypersexuality report a frequent 

and intrusive need for solitary or partnered sexual activity. Despite this behavioural similarity, 
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hypersexuality is characterized by high subjective desire for sexual activity, whereas PGAD is 

typically characterized by high levels of genital arousal in the absence of desire. However, the 

differences between these two conditions have not been explored empirically. 

Leiblum and Nathan (2001) originally proposed five criteria that represent PGAD:  

1. Symptoms of physiological sexual arousal (genital fullness/swelling and sensitivity with 

or without nipple fullness/swelling that persist for hours or days and do not subside 

completely on their own; 

2. These symptoms do not resolve with ordinary orgasmic experience and may require 

multiple orgasms over hours or days to remit (for some women this may include 

spontaneous and intense orgasms different from deliberate orgasms resulting from sexual 

excitement and activity); 

3. Symptoms of arousal are usually experienced as unrelated to any subjective sense of 

sexual excitement or desire;  

4. The persistent genital arousal may be triggered not only by a sexual activity, but also by 

non-sexual stimuli, or by no apparent stimulus at all; 

5. Arousal symptoms feel unbidden, intrusive, uninvited and unwanted, and the symptoms 

cause at least a moderate degree of distress. 

Leiblum and other authors have modified these features only slightly since the first 

description of PGAD, and sometimes distress is considered a separate, sixth criterion (Goldmeier 
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& Leiblum, 2006; Goldmeier, Mears, Hiller, & Crowley, 2009; Leiblum, 2006; Leiblum & 

Chivers, 2007).  

Although Leiblum and Nathan are credited as being the first to label this condition and its 

presenting characteristics in 2001, descriptions of PGAD-like symptoms existed prior to 2001. 

Facelle, Sadeghi-Nejad, and Goldmeier (2013), in a review of PGAD, describe half a dozen 

historical cases, spanning from 200 AD to 1994. The paucity of research on PGAD prior to 2001 

may indicate that a novel factor plays a role in its etiology; alternatively, individuals may have 

been reluctant to discuss these concerns for fear of stigmatization, or the collection of symptoms 

may have just gone unrecognized. These questions remain unanswered as a consensus has yet to 

be reached on the etiology of PGAD.  

Etiology 

Although many etiological hypotheses have been proposed, the cause/s of PGAD remains 

unknown. It is likely not attributable to a single cause or biopsychosocial factor, and there may 

be subgroups of women within the PGAD group that develop the condition through a 

combination of factors. These hypothesized etiologies include central and peripheral 

dysregulation (Anzellotti et al., 2010; Filler, 2009; Goldstein, 2013), vascular changes (Thorne & 

Stuckey, 2008), meningeal cysts (Feigenbaum & Boone, 2015; Komisaruk & Lee, 2012; most 

commonly Tarlov cysts), as well as pharmacological (Leiblum & Goldmeier, 2008), 

psychological (Leiblum & Chivers, 2007), and dietary (Amsterdam, Abu-Rustum, Carter, & 

Kruchman, 2005) explanations.   
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Little is known about the frequency or validity of each hypothesized etiology, as the 

majority of this work is in the form of individual case studies. A summary of the individual case 

studies related to potential etiologies can be found in Table 2.1. This summary includes the 

hypothesized etiology of PGAD, treatment modality undertaken, patient characteristics, and the 

authors' operationalization of treatment success. Assessments (physical, neurological, 

cardiovascular, endocrine, etc.) yielded no abnormal results in the majority of cases; exceptions 

are described in the ‘symptom characteristics’ column. 

Women with symptoms of persistent genital arousal have been asked about their own 

causal attributions of the symptoms. In an online survey of 103 women with PGAD conducted 

by Leiblum and colleagues (2005), participants indicated that sexual stimulation (n = 51, 49.5%), 

masturbation (n = 39, 37.9%), stress (n = 35, 33.98%) and anxiety (n = 30, 29.1%) were the most 

commonly reported activities associated with the original triggering of their symptoms. 	

Although many instances of PGAD have no clear physical cause, some cases of PGAD 

have an identifiable morphological etiology (Feigenbaum & Boone, 2015; Komisaruk & Lee, 

2012). Komisaruk and Lee (2012) requested that women in an online support group for PGAD 

submit sacral MRIs to determine the presence of Tarlov cysts, which form on dorsal (sensory) 

roots and have been found to result in genital dysesthesias/paresthesias (abnormal sensations). Of 

the 18 women who submitted their MRIs, cysts were present in 12 (66.7%). A separate study 

identified 11 women with PGAD symptoms in a cohort of 1,045 patients with spinal meningeal 

cysts; Tarlov cysts were the most common type of meningeal cysts encountered in the PGAD  
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Table 2.1 

Proposed Etiologies and Treatments for Persistent Genital Arousal Disorder (PGAD) Presented in Case Studies.  
Proposed Etiology Patient 

Characteristics 
Symptom Characteristics Treatment Outcome Measures & 

Success  
Increased Soy Intake  
(>4 pounds per day) 
(Amsterdam, et al., 
2005). 

44-yo female, 5 
children 

5-6 month duration of symptoms. Dietary modification and 
counselling. 

Resolution of symptoms 

Central nervous 
system activation 
during sleep (Wylie 
et al., 2006) 

 

66-yo female 5-year duration of symptoms. 
Symptoms present most of the time, 
exacerbated by sleep/reclining.  
Increased clitoral sensitivity. 

Risperidone gradually 
increasing to a dose of 2 
mg daily over 4 weeks. 

Three consecutive nights of 
undisturbed sleep for the 
first time. 

Hyperactive 
dopamine release 
(Korda, et al. 2009) 

49-yo female, 
bisexual, Caucasian, 
nulliparous. 

Primary lifelong symptoms. Varenicline for smoking 
cessation (reducing central 
dopamine release) 

Symptoms returned in 
approximately 2-weeks 
after varenicline initiated. 

Venlafaxine (300mg 
per day) (Mahoney 
& Zarate, 2007) 

32-yo female, 
married, bipolar, 
taking lithium, 
quetiapine (no 
response) began 
venlafaxine.  

Symptoms started when she reached 
300mg/day dose of venlafaxine. 

Venlafaxine reduced to 
150mg/day. 

Reduced dose lead to 
resolution of symptoms. 

Discontinuation of 
SSRIs – Unspecified 
(Freed, 2005) 

10 (of 15) women in 
an online support 
group 

None None None 

Discontinuation of 
SNRIs  - 
Venlafaxine 
(Leiblum & 

37-yo single female, 
heterosexual. 

9-year duration of symptoms. 
Originally symptoms were constant, 
but overtime became intermittent.  

Escitalopram oxalate, ¼ tab 
for situational anxiety and 
worry.  

Reduction in the number 
and intensity of orgasms 
that occur during sex.  

52-yo married Symptoms intense and disabling for a None None 
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Goldmeier, 2008) female, good health. couple of years, now more infrequent 
and often relieved by multiple 
orgasms.  

46-yo female.  Symptoms lasted 3-4 weeks post SNRI 
cessation.  

Cessation of SNRIs. PGAD symptoms resolved 
3-4 weeks after SNRI 
cessation. 

Discontinuation of 
SSRIs  - Sertraline 
(Leiblum & 
Goldeier, 2008) 

59-yo single female, 
heterosexual.  

Potentially exacerbation of normal 
return of sensation following 
discontinuation of SSRI.  

None. None. 

Lamotrigine for 
Bipolar II disorder 
(Yero, et al., 2006) 

 

52-yo female, 
Married with 
children. 

3-year duration of symptoms since she 
began taking lamotrigine for Bipolar 
II. 

Electroconvulsive therapy 
(ECT): Began with acute 
course of ECT, then every 
2-weeks, along with low 
dose paroxetine (10mg) & 
low dose valproic acid.  
Maintenance ECT 
eventually decreased to 
every 4 to 5 weeks. 

Symptoms (both persistent 
genital arousal and 
depression symptoms) 
‘completely gone’ 
immediately after 
treatment, but slowly return 
over two-week period until 
next ECT treatment. 

Discontinuation of 
SSRIs - Paroxetine 
(for Bipolar 
Disorder, Type 1) 
(Korda et al., 2009) 

52- yo female, post-
menopausal, 2 
children, married.  

4-year duration of symptoms.  Electroconvulsive therapy: 
Acute course of six 
bilateral ECT, then as 
needed every 2-weeks up to 
eventually one treatment 
per year. Low-dose 
paroxetine (10mg) and low 
dose valproic acid (250mg) 
also prescribed. 

Symptoms completely 
subsided immediately after 
ECT, and slowly returned 
over two-week period. 

Discontinuation of 
Paroxetine and 

58-yo female, with 
longstanding history 

1.5-year duration of symptoms. Electroconvulsive therapy: 
acute course, followed by 

Initially asymptomatic 
following treatment, with 
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Lamotrigine (for 
Bipolar Disorder and 
Tourette’s 
syndrome) (Yero et 
al., 2006) 

of Bipolar and 
Tourette Syndrome.  

weekly maintenance ECT. symptoms returning after 
one-week period. 

Beginning 
Trazodone 
(symptoms began 
one month after 
starting) (Battaglia & 
Venuroli, 2009) 

29-yo female, 
heterosexual, no 
children 

2-year duration of symptoms None None 

None (Hiller & 
Hekster, 2007) 

52-yo female, 
married.  

3-month duration of symptoms.  Couple Therapy with 
cognitive behavioural 
treatment techniques: 
initially once per week for 
18 months, then at longer 
intervals.  Amitriptyline (10 
or 20 mg) to help with 
sleep. 

Decrease in patient’s 
anxiety & urge to 
masturbate. Also reduced 
tension with partner, which 
was maintaining symptoms. 

Beginning SSRIs – 
Fluoxetine (Leiblum 
& Goldmeier, 2008) 

60-yo female, 
married. 

None Alternative SSRIs 
attempted (paroxetine, 
venlafaxine, sertraline, or 
escitalopram) 

 

Symptoms resolved after 
discontinuation of SSRIs.  

None. (McMullen & 
Agarwal, 2016) 

29-yo female, 
chronic pelvic pain 
due to interstitial 
cystitis, lifelong 
anxiety, and 
depression with 
suicidal ideation. 

Approx. 50 spontaneous orgasms a 
day.  

9 Sessions of inhibitory 
Transcranial Magnetic 
Stimulation (TMS), 50 
sessions of cTBS 
(continuous theta burst 
stimulation) over three 

Reduction in depressive 
symptoms. Striking 
reduction in pelvic pain and 
PGAD (including 
spontaneous orgasms) 
symptoms. Remission of all 
symptoms (except PGAD) 
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Biopolar Disorder 
suspected.  

months.  without 2 months. Managed 
well with additional 
treatments. 

Discontinuation of 
citalopram (de 
Magalhães & 
Kumar, 2015) 

57-yo female, 
married, non-
smoker, and history 
of binge drinking.  
Comorbid depression 
and anxiety. 

8-week history of symptoms.  1 mg/d of lorazepam and 30 
mg/d of duloxetine, with 
paroxetine tapered off. 
group B β-hemolytic 
streptococcus, treated with 
500 mg/d of 
clarithromycin. 

Symptoms improved over 
2-week inpatient admission. 
Mood and anxiety also 
improved. No PGAD 
symptoms at follow-up.  

None. (Nazik et al., 
2014) 

23-yo female, 
married, one child.  

Unwanted genital sensations and 
feelings of imminent orgasm without 
subjective arousal. Sensations in 
vagina, at labia and especially around 
the clitoris.  

Dorsal nerve of the clitoris 
block with Botulinum 
toxin.  

Shortly after treatment, 
symptoms fully remitted. 
Symptoms returned after 8 
months, but bearable.  

None. (Nazik et al., 
2014) 

38-yo female, 
married, one child.  

Unwanted genital sensations, feelings 
of imminent orgasm. Sensations in 
labium and clitoral regions.  

Dorsal nerve of the clitoris 
block with Botulinum 
toxin.  

Symptoms fully remitted. 
This was maintained at 6-
month follow-up 

After increased dose 
of Mirapex. (Elkins, 
et al., 2014) 

71-yo female, 
married, Parkinson’s 
disease 

3-year duration of symptoms. Cyclical 
patter (highest during evenings, lowest 
during nights and mornings).  

Hypnotherapy (9 biweekly 
sessions, 45 minutes each).  

Pre and Post measures of 
anxiety (25% improvement, 
depression, sleep quality, 
intensity of symptoms at 
best and worst, marital 
interference, and quality of 
life. 97% reduction in 
intensity of symptoms at 
best, 0% for symptoms at 
worst. Quality of life 
improved by 77% and 
marital interference 
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decreased by 96%.  
Association with 
Parkinson’s Disease. 
(Aquino et al., 2014) 

65-yo female. 
Diagnosed with 
Parkinson’s disease 
at 60-yo. 

Restless genital symptoms for duration 
of 3 years. Symptoms only occurred 
evenings and nights & triggered by 
sitting or lying down.  

Pramipexole, .25 mg at 
night.  

Improved symptoms within 
a few days. Benefits lasted 
for 9-months, until 
symptoms became resistant 
in increases in dose. 

None. (Ramic, 2013) 33-yo female, with 
anxiety disorder.  

Symptoms began at 32, after becoming 
pregnant. Symptoms worsened at night 
and around menstruation.  

Topiramate, 50mg nightly 
(in addition to regimen of 
paroxetine 50mg/d and 
clonazepam 1mg nightly), 
dose eventually increased 
to 200 mg nightly.  

Diminished genital 
sensitivity, no urge to self-
stimulate, maintained 3 
weeks later. However, after 
a few days without 
topiramate, symptoms 
return. 

Hypermobility-type 
Ehlers-Danlos 
syndrome (Krapf & 
Goldstein, 2013) 

25-yo female, no 
pregnancies.   

18-month duration of labia edema. 
PGAD symptoms (throbbing and 
pulsating) even when edema not 
present.  

Pelvic Floor Physiotherapy 
for edema, sertraline for 
PGAD symptoms.  

PGAD symptoms 
significantly decreased. 

Accidental viewing 
of pornography and 
anxiety associated 
with the event. 
(Kamatchi & 
Ashley-Smith, 2013) 

54-yo male, history 
of UTIs and minor 
complication 
following vasectomy 
(scrotum pain, 
treated).   

2-year duration of symptoms. Constant 
symptoms, even without sexual 
stimuli. Temporary relief with orgasm, 
but followed by anxiety which 
intensified symptoms.  

Diazepam (20mgs qds) and 
pregabalin (50mgs qds). 

Symptoms reduced in 
intensity, reports feeling 
‘more in control’.  

Periclitoral mass 
(compression of the 
dorsal nerve of the 

51-yo female, no 
pregnancies, post-
menopausal, 

6-month duration of symptoms. 
Temporary relief from orgasm. 

Periclitoral mass surgically 
removed (papillary 

Following removal, a 
gradual and complete 
resolution of pain and 
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clitoris) (Bedell et 
al., 2013) 

Caucasian.  hidradenoma). PGAD symptoms over 
several weeks.  

None. (Philippsohn 
& Kruger, 2012) 

36-yo female.  4-year duration of symptoms. 
Permanent symptoms of low intensity 
thumping/stabbing in clitoris. 
Spontaneous orgasms experienced 
between once in 2-weeks to three times 
per week at night.  

Duloxetine (30mg titrated 
to 60mg once daily in 
morning).  

Within 1 week, night 
orgasms disappeared, and 
symptoms diminished 
considerably. After 4 
months, symptoms remitted 
completely.  

Start of amitriptyline 
(30mg) tricyclic 
antidepressant – 
following death of 
close friend. 
(Philippsohn & 
Kruger, 2012) 

41-yo female Symptoms persisted after amitriptyline 
stopped.  

Pregabalin (75mg in the 
morning, 100mg in the 
evening). Psychodynamic 
psychotherapy to cope with 
loss of friend, and daily 
stress.  

Symptoms diminished 
considerably in 2 weeks, 
and only mildly present 
preceding menstruation or 
during high psychological 
pressure. Discontinuation 
of pregabalin – symptoms 
returned in 2 weeks. 
Psychotherapy also 
contributed to reduction of 
symptoms. 

Small Fiber Sensory 
Neuropathy. 
(Waldinger et al., 
2011) 

74-yo male, married, 
three children. 
Radical 
prostatectomy at 73 -
yo.  

Symptoms began 7-months post 
prostatectomy. Sensations of being on 
the edge of orgasm. Symptoms worse 
when sitting, and better when walking 
or lying down.  Sensations located 
above pubic bone, and along the penis 
or testes. Also symptoms of over 
active bladder.  Ultrasound and MRI of 
pelvis found varicocele at inguinal 
canal bilaterally around spermatic 
cords. 

Transcutaneous electrical 
nerve stimulation (TENS) 

 

After 1 week, symptoms 
reduced by 90%, and no 
overactive bladder 
complaints.  

Small Fiber Sensory 
Neuropathy. 

38-yo male, married, 
two children.  

Spontaneous ejaculation since age 34, 
in absence of erection. Small amount 

TENS (previous drug 
treatments were not 

No disappearance of 
symptoms from TENS.  
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(Waldinger et al., 
2011) 

of bladder urgency.  Spontaneous 
ejaculations occur 1-3 times per day, 
accompanied by unpleasant genital 
sensations. 

effective) 

None. (Waldinger, et 
al., 2010).  

56-yo female, 
married, two 
children. Cardiac 
asthma since 52, 
treated with beta-
blocker. At 42 
underwent 
hysterectomy for 
removal of a myoma. 

Symptoms began at age 56. 
Spontaneous orgasms and ‘profuse 
female ejaculation’. Sensations of 
imminent orgasms. Urgency to void.  

TENS (placed 2 cm medial 
to the tuber ischiadicum). 
Patient used TENS as 
needed: 30 minutes of 
TENSE combined with 1.5 
hours rest, six times a day, 
at intensity of 3.0mA.  

1-2 months later, 90% 
reduction of genital 
sensations, spontaneous 
orgasm, restless leg and 
overactive bladder.  

2 Days after 
blockade of the 
ganglion stellatum 
by 5 cc 
levobupivacaine for 
dystrophy of left 
wrist. (Waldinger, de 
Lint, et al. 2010). 

61-yo female, single, 
divorced, two 
children. Post-
menopausal. Smoker 
(5 cigarettes/day). 

Symptoms started suddenly at age 61. 
Genital sensations of imminent 
orgasm. Associated with engorgement 
of clitoris and labia, and increased 
vaginal lubrication. Urgency to void.  

TENS (placed bilaterally on 
pubic bone). Patient used 
TENS as needed (1.4 to 3.2 
mA).  

1-2 months later, 100% 
reduction of genital 
sensations, and overactive 
bladder.  

None. (Waldinger, 
Venema, et al., 
2010) 

77-yo female, 
widowed at age 54. 
Two children. At age 
34 underwent 
reconstructive 
surgery for prolapsed 
uterus. At age 49 
underwent 
appendectomy. 
Regular smoker, 
history of bronchitis.  

Symptoms began at age 72. 
Spontaneous orgasm (2-3 times per 
day), and unusual genital sensations. 
Symptoms aggravated during sitting, 
better when walking. Urgency to void. 
Brief previous episode of symptoms at 
age 51.  MRI-pelvis disclosed varicies 
in the anterior and posterior wall of the 
uterus and a dilated left-sided ovarian 
vein. 

Clitoridectomy (removal of 
clitoris and cura). Local 
injection of 1cc 
bupivacaine hydrochloride 
monohydrate 0.5%.  

Spontaneous orgasms 
remitted, but genital 
sensations remained 
following clitoridectomy.  
Injection lead to complete 
remittance of symptoms for 
72 hours. All symptoms 
returned after 4 days.  
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Fourth pregnancy, 
potential entrapment 
of pudendal nerve. 
(Rosenbaum, 2010) 

27-yo doctoral 
student. 27 weeks 
pregnant, with fourth 
child.  

Symptoms began in 18th week of 
pregnancy.  Edema of the vulva and 
vulvar varicosities along the left outer 
labium. Pelvic Floor assessment 
indicated multiple sites of muscle 
hypertonocity. 

V-Brace, prolonged 
standing avoided, daily 
pelvic floor exercises, 
swimming (for lower 
extremity circulation) and a 
referral to discuss SSRIs.  

1 week later, symptoms 
markedly resolved. Patient 
attributed this to V-belt and 
did not use the SSRIs. 10 
and 14 weeks later, 
complete resolution of 
symptoms.  

Functional 
hyperconnectivity of 
an epileptic focus. 
(Anzellotti et al., 
2010) 

40-yo female Constant symptoms, since age 39, 
associated with tachycardia and 
accompanied by genital pain and 
intermittent orgasm-like sensations 
with no trigger.   FMRI found PGAD 
symptoms correlated with an increased 
functional connectivity between 
different brain areas: LPIG (epileptic 
focus), left middle frontal gyrus, left 
inferior and superior temporal gyrus 
and left inferior parietal lobe. 

Antiepileptic drug 
(topiramate 300mg/day) 

No symptoms of PGAD on 
3 and 6-month follow-up, 
no functional 
hyperconnectivity on 
follow-up fMRI 

Pelvic Congestion 
Syndrome (Thorne 
& Stuckey, 2008) 

62-yo female, 
postmenopausal, 
Caucasian, 4 
pregnancies, 3 
children. 

5-month history of symptoms, partial 
temporary relief with orgasm.  Doppler 
ultrasound found pelvic varices. MRI 
demonstrated varices in pelvis, vaginal 
wall, perineum, inguinal region and 
anterior abdominal wall. 

Coil embolization of the 
dilated incompetent left 
ovarian vein 

 

70% improvement in 
symptoms 6-weeks 
following treatment 

Beginning 
fludrocortisone (for 
hypotension and 
bradycardia) (Bell et 
al., 2007) 

 

57-yo female, 
hysterectomy plus 
unilateral 
oophrectomy at age 
32 

 

3-year duration of symptoms, 
following brief use of fludrocortisone 
(stopped because it did not relieve 
hypotension) 

Various medications tried 
in sequence: diazepam, 
gabapentin, carbamazapine, 
paroxetine, pregabalin and 
amitryptiline (50 mg) 

Temporary relief with 
amitryptiline, but 
symptoms soon returned 
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group (n = 8/11, 73%) (Feigenbaum & Boone, 2015). Surgical treatment of these 11 women 

resulted in complete and lasting disappearance of symptoms in 7 patients (64%) and significant 

improvement in symptoms in 3 (27%); only one (9%) reported no change in symptoms 

(Feigenbaum & Boone, 2015). These authors believe that PGAD may be a previously 

undiscussed symptom of a compressed sacral nerve, and note that it is often present with other 

sacral radiculopathy symptoms, including pain (dyspareunia, sacral, perineal, and buttock pain), 

bladder, bowel, and sexual dysfunction (Feigenbaum & Boone, 2015).  

Prevalence 

The exact prevalence of PGAD is not known. A survey of a sexual health clinic in the 

United Kingdom found that 1% (n = 1/96) of women who agreed to participate in a brief 

questionnaire met all five of Leiblum and Nathan’s 2001 criteria for PGAD, and 33% (n = 32/96) 

endorsed one or more criteria (Garvey, West, Latch, Leiblum, & Goldmeier, 2009). A study of 

health care providers who address sexual health concerns indicated that 20% to 25% have 

patients with symptoms at least partially consistent with PGAD (Goldstein, 2013). Another 

source estimated the prevalence of PGAD to be 28% of female patients presenting with chronic 

pelvic pain (CPP; Carvalho et al., 2013). Given that CPP affects 2.1-24.0% of all reproductively 

aged women (Latthe, Latthe, Say, Gulmezoglu, & Khan, 2006), the prevalence rate for PGAD 

would range from approximately 0.5-6.7%. Women experiencing PGAD may be embarrassed to 

present to health care providers or fear being potentially misunderstood (for example, being 

mistakenly diagnosed with hypersexuality), thus contributing to an underestimation of 

prevalence. Lack of awareness by healthcare providers may also lead to under recognition of 
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PGAD and subsequent failure to make the diagnosis. A series of three case studies gives an 

example of PGAD misdiagnosed as obsessive compulsive disorder in the context of Islamic 

religious bathing rituals (Yildirim, Hacioglu, Essizoglu, & Kucukparlak, 2013). However, the 

number of women approaching health care providers about PGAD appears to be gradually 

increasing, perhaps due to greater public and medical recognition of the condition (Basson et al., 

2003; Leiblum, 2006). With greater recognition in the public, research, and clinical spheres, 

more attention is being given to potential conceptualizations of the disorder.  

Conceptualizations of PGAD 

Restless Genital Syndrome 

Waldinger and colleagues in the Netherlands have hypothesized that symptoms of PGAD 

are part of a cluster of conditions that includes restless legs and/or overactive bladder syndrome 

(Waldinger, de Lint et al., 2010; Waldinger, Venema, et al., 2010; Waldinger, Venema, van Gils 

et al., 2009). They believe PGAD can be attributable to small fiber neuropathy and is best 

referred to as ‘Restless Genital Syndrome’. This conceptualization decreases the emphasis on 

sexual behaviour, given that genital manipulation and orgasm do not resolve PGAD symptoms in 

most women (Waldinger & Schweitzer, 2009). Viewing PGAD as Restless Genital Syndrome 

focuses attention on the sensory rather than sexual characteristics of PGAD (similar to 

dysesthesias and/or paresthesias), much like the current conceptualization of vulvodynia in 

which the focus is on the pain characteristics (Binik, 2005; Pukall & Cahill, 2014). The authors 

have also published case studies that support their conceptualization of PGAD, including a case 

of a woman whose symptoms did not resolve after a clitoridectomy, but rather the symptoms 
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appeared to be due to neuropathy of the left pudendal nerve (Waldinger, Venema et al., 2010). 

Pink and colleagues also note two women who developed PGAD symptoms following damage to 

the pudendal nerve (Pink, Rancourt, & Gordon, 2014). Evidence for small fiber sensory 

neuropathy is also presented in a case study of two males who experienced symptoms of restless 

genital syndrome, drawing attention to the fact that PGAD is not exclusively experienced by 

women (Waldinger et al., 2011).  

The Pain Component of Persistent Genital Arousal 

Some women with PGAD describe the intrusive feelings of genital arousal as painful, and 

as such, some have suggested that PGAD should be viewed as a subset of vulvodynia. An online 

survey conducted in women with PGAD found that 35% described their symptoms as painful. Of 

this group, 46% reported pain only with vaginal penetration, 29% without penetration, and 26% 

experienced pain both with and without penetration (Leiblum et al., 2005). In a follow-up study, 

Leiblum, Seehuus and Brown (2007) found that women who endorsed all five criteria of PGAD 

reported experiencing significantly more clitoral pain (n = 42, 20.4%) and vaginal pain (n = 36, 

17.5%), than women who reported only some of the PGAD criteria (i.e. <5). Women meeting all 

five criteria also reported significantly greater pain with penetration (M = 3.9, SD = 2.3, p = 0.03 

where lower scores indicate greater pain) on the Female Sexual Function Index [FSFI, Rosen et 

al., 2000], than women who reported only some of the criteria (M = 4.4, SD = 2.1) and control 

women (M = 5.6, SD = 1.1).  

Another study found that 83% of women described their vulvar sensations of PGAD in 

terms of words typically used to describe painful conditions, such as dysaesthesia (abnormal 
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sensations e.g., difficult to describe irritancies or sensations of imminent orgasm) and/or 

allodynia (painful sensations in response to a non-painful stimulus expressed as an inability to 

wear tight clothing) (Waldinger & Schweitzer, 2009). A number of women who presented to a 

chronic pain clinic for pelvic pain (n = 9/15), urinary/bladder pain/interstitial cystitis-like 

symptoms (n = 8/15), restless legs syndrome (n = 5/15), and pudendal neuralgia (n = 6/15) also 

endorsed PGAD symptoms (Pink et al., 2014).  

Noting the frequency in which women describe PGAD as painful, Markos and Dinsmore 

(2013) proposed a potential overlap between PGAD and vulvodynia, and sought to compare the 

clinical features of these two conditions in a review of both bodies of literature. They concluded 

that the two conditions were similar in their unknown etiologies, lack of observable biological 

abnormalities, psychological and medical comorbidities, the exacerbation of symptoms with 

sleep, and individual responses to symptoms (e.g., increased fear, hypervigilance, and 

catastrophizing). They argue that conceptualizing PGAD as a subtype of vulvodynia (i.e., 

medically unexplained chronic vulvar pain) would aid in communication among clinicians, 

improve access of PGAD suffers to treatment (as some vulvodynia treatment options may benefit 

them if they conditions are indeed similar), and promote and unify evidence based research 

efforts, which are currently lacking for PGAD. Women with PGAD may also find that viewing 

PGAD as a pain disorder would be more acceptable than viewing it as hypersexuality or a sexual 

dysfunction. A similar debate was held leading up to the revisions to the Diagnostic and 

Statistical Manual of Mental Disorders (DSM-5; American Psychiatric Association, 2013) about 

whether dyspareunia (painful sexual intercourse, now Genito-Pelvic Pain/Penetration Disorder in 
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the DSM-5) was more appropriately considered a pain disorder rather than a sexual dysfunction 

[cf. Binik, 2005; 2010].  A summary of studies that conducted an empirical evaluation of pain 

characteristics, or provided descriptive statistics on painful PGAD symptom characteristics is 

provided in Table 2.2. Also of note, in 11 of the 28 articles presenting case studies reviewed in 

Table 2.1, patients describe their PGAD symptoms as ‘painful’.  

A Range of Responses to Persistent Genital Arousal Symptoms 

Distress as a result of physiological arousal symptoms is a key component in Leiblum & 

Nathan’s diagnostic criteria for PGAD (Leiblum & Nathan, 2001). However, Leiblum and 

Chivers theorized that some women experience spontaneous sensations of genital arousal or 

persistent arousal symptoms that are not evaluated as distressing, but rather as pleasurable or 

only mildly distracting (Leiblum & Chivers, 2007). Leiblum and Chivers proposed that it is the 

manner in which women relate to, or appraise these arousal sensations, that may contribute to the 

creation and maintenance of distressing persistent genital arousal symptoms (Leiblum & Chivers, 

2007). Anxiety about unwanted spontaneous feelings of genital arousal may result in increased 

autonomic nervous system activity (specifically, increased genital arousal) and cognitive 

narrowing (increased attention on the genital sensations), creating a distressing feedback cycle.  

To explore differences between these two groups of women, Leiblum and colleagues       

(Leiblum, Seehuus, & Brown, 2007; Leiblum, Seehuus, Goldmeier, & Brown, 2007) conducted 

two online studies comparing women who met all criteria for PGAD to women who endorsed 

only some of the criteria. They found that although women were similar demographically  
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Table 2.2 

Pain Characteristics of Persistent Genital Arousal Disorder 
 Patient Characteristics Assessment of Pain Pain Outcomes 
Online survey of 103 women; 85% 
met at least one criteria for PSAS, and 
53% met all five criteria. (Leiblum et 
al., 2005) 

Self-report description of PSAS 
symptoms. 

Pain in both the clitoral and vaginal areas reported in 35.4% of women. Pain with 
penetration reported by 45.7%, pain without penetration was reported by 28.6%, 
and 25.7% reported pain both with and without penetration. 45.9% women 
described the process of reaching orgasm as painful of physically distressing.  

Online survey of 388 women; 206 
endorsed all five criteria of PGAD 
(‘PGAD group’), while 176 endorsed 
some but not all criteria (‘Non-PGAD 
group’). (Leiblum, et al., 2007) 

Self-reported PGAD symptoms 
and responses to the Female 
Sexual Functioning Index (Rosen 
et al. 2000). 

Significantly more women in the PGAD group reported clitoral pain (20.4%, n = 
42) and vaginal pain (17.5%, n = 36) than the non-PGAD group (clitoral: 13.1%, 
n = 23; vaginal 12.5%, n = 22). The PGAD group also reported significantly more 
pain the FSFI pain subscale (M = 3.8, SD = 2.3) than the non-PGAD group (M = 
4.4, SD = 2.1) where lower scores indicate greater pain symptoms. Normal 
controls (with no PGAD symptoms). Scores for healthy controls, derived from 
previous publications are much higher (M = 5.6, SD = 1.1) 

Online survey of 172 women, all of 
whom endorsed all five PGAD 
criteria. (Leiblum & Seehus, 2009) 

Self-reported responses Female 
Sexual Functioning Index (Rosen 
et al. 2000). 

As compared to previously published literature, women who report all five PGAD 
symptoms report greater pain (M = 4.5, SD = 1.9) than healthy controls (M = 5.6, 
SD = 1.1), but less pain than women with Female Sexual Arousal Disorder (M = 
4.0, SD = 1.9). Lower scores indicate greater pain symptoms. 

15 with PGAD presenting at a pelvic 
and genital pain management clinic. 
(Pink et al., 2014) 

Interview and chart review of 
clinic files.  

60% (n = 9) report comorbid pelvic and/or genital pain, 53.3% (n = 8) reported 
bladder-related pain, 20% (n = 3) report clitoral pain, and another 20% (n = 3) 
report neuropathic pain. PGAD symptoms described as burning (20%, n = 3). 
Associated allodynia (46.7%, n = 7), back pain (20%, n = 3), abdominal pain 
(13.3%, n = 2), and Breast Pain (6.7%, n = 1). Hyperalgesia is noted in 33.3% (n 
= 5).  

23 women, who met all five PGAD 
criteria presenting at an Outpatient 
Department of Neurosexology. 
(Waldinger, et al.,  2009) 

In-depth interviews with all 
participants. 

Of all women, 19 (83%) women reported allodynia such that wearing tight 
clothing was not tolerable and provoked unwanted/difficult-to-describe genital 
symptoms/irritancies. 
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(Leiblum, Seehuus, & Brown, 2007), the women who met all of the PGAD criteria reported 

greater depression, anxiety, panic attacks, higher monitoring of physical sensations, and negative 

feelings about their genital sensations as compared to those who endorsed a partial list of 

symptoms (Leiblum, Seehuus, & Brown, 2007; Leiblum, Seehuus, Goldmeier et al., 2007). 

Additionally, women who met only some of the criteria were significantly more likely to report 

positive reactions about their feelings of persistent genital arousal, such as feeling pleased, 

happy, or sexy. On the other hand, women who endorsed all of the criteria were more likely to 

report continuous (versus intermittent) PGAD symptoms, significantly higher distress scores, and 

depression and anxiety symptoms prior to the onset of their PGAD (Leiblum, Seehuus, & 

Brown, 2007). 

Another consideration that has not yet received much research attention is the role of 

sexual abuse in the perception and expression of PGAD symptoms. Leiblum, Seehuus, 

Goldmeier, and Brown found that 52.6% (n = 40) and 35.5% (n = 27) of women reported a 

history of childhood sexual abuse and adult sexual victimization, respectively (Leiblum, 

Seehuus, Goldmeier et al., 2007). Similarly, in Pink and colleagues study 46.7% (n = 7) reported 

a history of sexual abuse (Pink et al., 2014). Leiblum, Seehuus, Goldmeier and Brown (2007) 

found that 11.8% (n = 9) of women reported that they believed that sexual trauma contributed to 

their PGAD. It may be possible that sexual abuse increases risk of PGAD, as has been 

demonstrated in other conditions affecting the genitopelvic region (for example, vulvodynia: 

Harlow & Stewart, 2005; interstitial cystitis/painful bladder syndrome: Mayson & Teichman, 

2009).  
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Psychological Impact 

Women with PGAD report substantial personal cost in terms of mental health (sometimes 

to the point of suicidal ideation or completion as highlighted in some media reports), sexual 

functioning, and ability to complete daily activities (Goldstein, 2013). What research exists in the 

psychosocial realm of PGAD focuses on general health correlates and sexuality; the mental 

health literature is sparse. A descriptive study of 103 women with PGAD (Leiblum et al., 2005) 

concluded that although most women were in good overall physical health, distress about the 

condition was rated as moderate or high by 75% of respondents. The strongest predictors of 

distress included: the intrusive and unwanted feelings of genital arousal; continuous symptoms; 

feelings of unhappiness, shame, and worry; and reduced sexual satisfaction. They also found that 

many women with PGAD self-reported high levels of worry (61.8%), stress (67.7%), and 

depression (42.7%) (Leiblum et al., 2005).  

In a study that utilized a validated measure of general psychological function, Carvalho 

and colleagues conducted an online study of women with PGAD investigating psychosocial 

functioning, personality characteristics, and cognitive styles (Carvalho et al., 2013). To assess 

general psychological function in women with PGAD, they utilized the Brief Symptom 

Inventory—a 53-item self-report measure used for assessing general psychological adjustment 

on nine dimensions including depression, anxiety, and interpersonal sensitivity. Results indicated 

that women with PGAD fared significantly worse than non-affected women on all dimensions, 

except interpersonal sensitivity. However, the groups differed significantly on several important 

demographic variables (i.e., age, marital status, years of education), which could confound the 

interpretation of these results.  
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In a second study, Carvalho and colleagues found that (high) neuroticism, (low) openness, 

(high) sexual conservatism, and (low) dyadic adjustment significantly predicted PGAD-

associated distress (Carvalho, Verissimo, & Nobre, 2015). The authors emphasized sexual 

conservatism as the most important factor related to distress, because it moderated the 

relationship between symptom severity and distress associated with those symptoms. Based on 

these results, Carvalho and colleagues have speculated whether there is a specific cognitive style 

that is common among women who experience PGAD (Carvalho et al., 2013, 2015). Carvalho 

and colleagues make a strong point that if the predictors of distress associated with PGAD can be 

clearly identified, treatment options targeting the distress and its associated predictors will 

improve treatment effectiveness. What is unclear from Carvalho and colleagues’ results, 

however, is the direction of the findings, for example whether high sexual conservatism and/or 

low dyadic adjustment are predictive of PGAD or result from PGAD. The impact of, and the 

relationship between, PGAD and sexual attitudes need to be examined in more detail to 

understand these results.  

Sexual Functioning 

Little is known about the impact of PGAD on sexual functioning. In Leiblum, Seehuus, 

and Brown’s (2007) online study comparing women who endorsed all five PGAD symptoms to 

those who only endorsed some, those who endorsed experiencing all symptoms reported lower 

desire, less sexual satisfaction, greater pain, and lower overall scores, on the Female Sexual 

Function Index (FSFI; Rosen et al., 2000). Another study by Leiblum and Seehuus (2009) found 

that women who met all five criteria of PGAD self-reported FSFI scores that fell between 

published scores of healthy control women and those with Female Sexual Arousal Disorder 
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(FSAD) on all areas, except sexual desire. On the desire subscale, women with PGAD scored 

significantly higher (indicating higher desire) than the FSAD group, but similarly to the control 

women. This sample eliminated all single women as well as women who self-identified as 

lesbian or bisexual; thus, these results may not be generalizable to a more diverse sample. In 

addition, although women with PGAD may appear to be functioning relatively well on a self-

report measure largely targeting physiological response (arousal, lubrication, orgasm etc.), we 

require more information about the level of distress associated with these symptoms in order to 

determine a comprehensive picture of the impact of PGAD on sexuality.  

Treatments for PGAD 

Because the causes of PGAD have yet to be identified, a standardized treatment 

algorithm for PGAD has not yet been created. Some case studies have revealed success with 

treatments such as electroconvulsive therapy (Korda et al., 2009; Yero et al., 2006), pelvic floor 

physiotherapy (Rosenbaum, 2010) hypnotherapy (Elkins et al., 2014), botulinum toxin injections 

(Nazik et al., 2014), transcutaneous electrical nerve stimulation (Waldinger, de Lint et al., 2010), 

and various oral medications (Anzellotti et al., 2010; Philippsohn & Kruger, 2012; Waldinger, 

Venema, van Gils et al., 2009). The use of psychologically based interventions has also been 

recommended (including cognitive behavioural therapy and mindfulness-based therapies) to treat 

the impact of PGAD on psychological and sexual well-being (Facelle et al., 2013; Goldmeier, 

Sadeghi-Nejad, & Facelle, 2014). However, except for a single case study of couple therapy 

utilizing cognitive behavioural techniques (Hiller & Hekster, 2007), this treatment option has yet 

to be empirically evaluated, likely because so little is known about the psychosocial correlates of 

PGAD. 
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Clinical Implications 

Although the prevalence of PGAD is suspected to be low, it is likely under-diagnosed 

and under-recognized. Clinicians in primary care, obstetrics and gynecology, urogynecology, and 

chronic pain management should ask about the presence of persistent arousal symptoms as a 

component of a comprehensive sexual and reproductive history. Asking about persistent arousal 

symptoms would be even more relevant in the context of a patient presenting with some of the 

characteristics and symptomology implicated in the etiology of PGAD, such as genitopelvic 

pain, bladder symptoms, Tarlov cysts, pelvic congestion, pelvic varices, pudendal neuralgia, and 

restless legs syndrome (Pink et al., 2014).   

If the patient meets the criteria for PGAD discussed in the literature, further inquiry 

should include history of sexual abuse, dietary factors (i.e., increased soy intake), initiation or 

discontinuation of medications that coincided with symptom onset (i.e., antidepressants or 

dopaminergic medications), and comorbid conditions such as Parkinson’s Disease, Ehlers-

Danlos Syndrome, small-fibre neuropathy, and pudendal nerve injury, entrapment, or lesion.  

Finally, if PGAD is being considered, it is important to rule out differential diagnoses such as 

female priapism (Pink, Rancourt, & Gordon, 2015).  

Physical exam of patients with suspected PGAD should include examination of the 

external genitalia as well as sensory testing of the vulva and introital opening of the vagina (Pink 

et al., 2015). Investigations to consider would be a hormone panel (Facelle et al., 2013), MRI of 

the pelvis to identify Tarlov cysts, MR neurography (if pudendal neuropathy is suspected), and 

MR venography to rule out pelvic varices or pelvic congestion (Pink et al., 2015). 
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If possible, referral to a specialist familiar with PGAD for ongoing care would be 

beneficial. Though there is no standard approach to treating PGAD, possible treatments would be 

aimed at the reversal of any identifiable cause, which further highlights the significance of a 

thorough history, physical exam, and investigation.  

Finally, an important clinical implication to bear in mind is that the patient may have 

unsuccessfully attempted to discuss their persistent genital arousal symptoms with healthcare 

providers in the past. Their disclosure is an opportunity to acknowledge and validate symptoms 

that have been distressing and often disabling. 

Conclusions and Future Research Directions 

Research on PGAD is still in its infancy and is characterized by a large number of case 

studies, despite 15 years of investigation since Leiblum and Nathan's original findings. Although 

some great advances have been made in identifying morphological causes responsible for some 

cases of PGAD (Feigenbaum & Boone, 2015; Komisaruk & Lee, 2012), many cases do not 

appear to have an identifiable physical cause. Many questions about the etiology, treatment, and 

impact of PGAD remain unanswered. Efforts have been undertaken to conceptualize the 

condition. It has been proposed that PGAD may be 1) part of a cluster of conditions related to 

small fibre neuropathy (‘Restless Genital Syndrome’), 2) a subtype of vulvar pain (Markos & 

Dinsmore, 2013), and/or 3) problematic appraisal of spontaneous genital sensations (Leiblum & 

Chivers, 2007). Further work to conceptualize PGAD and to confirm the complex symptom 

presentation may help guide future research and treatment efforts. This process could start with a 

thorough clinical assessment, which would inform research avenues (e.g., to confirm common 

symptom characteristics and potential PGAD subgroups, to explore the relationship between 
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PGAD and other genitopelvic pain conditions) and vice versa. It is also clear that we need to 

continue expanding our knowledge of psychological, sexual, and social correlates of PGAD.  

Although there has been some success of treatment for individuals with PGAD as 

presented in various case studies, large-scale treatment evaluations are needed. Due to the rarity 

of PGAD, this might require large-scale clinical trials that necessitate national/international 

collaborations. Future assessment of treatment options should also include the evaluation of 

psychologically based treatments for PGAD that specifically target the psychosocial, sexual, and 

relationship difficulties that women with PGAD experience. With growing public and medical 

awareness, more individuals with PGAD are coming forward; however, many may still feel 

embarrassed about their symptoms, or fear being misunderstood by their health care providers. A 

better understanding of the health care experiences of women with PGAD will shed light on the 

barriers to receiving care. 
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Chapter 3 

Symptom Characteristics and Medical History of an Online Sample of Women who 

Experience Symptoms of Persistent Genital Arousal  

Originally termed persistent sexual arousal syndrome, persistent genital arousal disorder 

(PGAD) is a condition characterized by symptoms of physiological sexual arousal, which 

typically occur spontaneously and in the absence of feelings of subjective sexual arousal 

(Leiblum & Nathan, 2001; 2002). The symptoms are usually not fully relieved by any behaviour 

(e.g., orgasm) or over-the-counter remedy (Leiblum, 2006), and PGAD is often associated with 

feelings of distress, worry, and depression (Leiblum et al., 2005). Very little is known about this 

condition in terms of its symptom presentation, prevalence, etiology, or management. Part of the 

reason for this lack of knowledge is that most publications on PGAD are in the form of case 

studies; very few empirical studies exist. It is clear that the field of PGAD is in its early stages, 

and broadening our understanding of this condition will be beneficial in terms of moving the 

field forward.  

Symptom presentation is an essential domain to investigate; without clearly defined criteria 

for PGAD, heterogeneity in study groups can complicate attempts to empirically examine such 

issues as prevalence, etiology, and management. Some studies have investigated symptom 

presentation in women with symptoms of persistent genital arousal, using the five PGAD criteria 

originally proposed by Leiblum and Nathan (2001) (see Chapter 2). Studies have provided 

support for these criteria as identifying women with distressing symptoms of persistent genital 

arousal (PGA) (Leiblum, Seehuus, & Brown, 2007; Leiblum, Seehuus, Goldmeier et al., 2007). 

Interestingly, some women meet some, but not all, of the criteria for PGAD; studies examining 
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psychosocial outcomes report better mental health and sexual functioning outcomes in those who 

meet some (versus all) of the criteria (Leiblum, Seehuus, & Brown, 2007; Leiblum, Seehuus, 

Goldmeier et al., 2007). In addition, as would be expected, prevalence rates of those who present 

with partial or complete symptoms of PGA also differ: one survey of women attending a sexual 

health clinic in a one-month period found that 33.3% (n = 32/96) reported experiencing between 

one and four of the PGAD criteria, whereas only 1.0% (n = 1/96) of women met all five criteria 

(Garvey et al., 2009).  

A variety of emotional and cognitive responses to PGA symptoms have been identified, 

ranging from intensely positive (e.g., sexy, desirable) to intensely negative (e.g., worrisome, 

frustrating) (Leiblum et al., 2005; Leiblum, Seehuus, & Brown, 2007; Leiblum, Seehuus, 

Goldmeier et al., 2007). Building on these findings, it has been suggested that the shift from 

pleasant (non-distressing) to unpleasant (distressing) symptoms of PGA may have a cognitive-

affective basis, which—if negative—creates and maintains the distress associated with 

spontaneous and/or persistent arousal (Leiblum & Chivers, 2007). However, few studies have 

examined levels of distress or what specific symptoms or factors predict distress in PGAD.  

Leiblum and colleagues (2005) conducted a descriptive online study of 103 women who 

experience one or more of the PGAD criteria (excluding the distress criterion). They found that 

distress associated with PGAD symptoms was moderate or high in 75% of participants, and 

primary triggers of symptoms included sexual stimulation, stress, and anxiety. They identified a 

few predictors of distress, including the description of arousal as intrusive and unwanted, 

continuous symptoms, unhappiness, shame, and worry. Carvalho and colleagues (2015) also 

sought to identify factors predicting distress, and moderators of PGAD symptom severity and 
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distress. Defining PGAD as the presence of all five criteria at moderate intensity or higher, they 

found that neuroticism, low openness, sexual conservatism, and low dyadic adjustment predicted 

distress associated with PGAD; in addition, only sexual conservatism moderated the relationship 

between symptom severity and distress with symptoms (Carvalho et al., 2015).  

The present study sought to replicate and build upon these findings with a larger, symptom-

diverse (i.e. experiencing PGA but not limited to the Leiblum & Nathan 2001 criteria) sample of 

women through an exploration of: symptom characteristics (i.e., history, onset, temporal nature, 

and severity), reactions to symptoms (ratings of distress and discomfort), comorbid medical and 

pelvic/urogenital conditions, triggers or management strategies of PGA symptoms, and 

predictors of the distress associated with PGA symptoms. It was hypothesized that average 

symptom severity, discomfort with current symptoms, symptoms rated as unwanted, constant 

symptoms (vs. intermittent symptoms), relationship status, and greater numbers of comorbid 

medical conditions would predict distress associated with current PGA symptoms.  

Methods 

Participants 

Inclusion criteria for this study included being: 1) female, 2) 18 years of age or older, 3) 

fluent in English, and 4) currently/previously experienced PGA symptoms. Women were 

considered eligible to participate if they endorsed the question: “Do you currently, or have you 

ever, experienced persistent feelings of arousal in your genitals?” PGA was defined as, “physical 

arousal (such as genital swelling, genital sensitivity, lubrication, nipple sensitivity and/or nipple 

swelling) that occurs for an extended period of time (such as hours or days)”. A flow chart of the 
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inclusion/exclusion of participants is outlined in Appendix F, and discussed in greater detail in 

the data considerations section. A total of 137 women were included in the analyses.  

Procedures 

The Queen’s University General Research Ethics Board approved this study (Appendix 

A). Participants were recruited through online support groups for PGA (e.g., hosted on 

Facebook), postings on social media (Facebook, Twitter, YouTube), and letters to health care 

providers (including doctors, psychologists, pelvic floor physiotherapists) and researchers who 

treat/study people with symptoms of PGA (Appendix B).  Online support groups for those with 

PGA symptoms consist of international members (they are conducted in English) and are open to 

men and women. The largest support group has approximately 200 members; this group is a 

closed group, where membership must first be approved by one (or both) of the site 

administrators who vets each potential member through a multi-step interview process.   

The survey was hosted on Checkbox® software (installed on a dedicated, secure server 

with ITServices at Queen’s University). First, participants read the letter of information and 

provided informed consent to participate in the study (Appendix C). Next, they completed a 

demographics questionnaire to confirm eligibility, and eligible women completed questions 

about their medical history, PGA symptom history, and symptom characteristics (Appendix D). 

Validated questionnaires were also completed (see Chapters 4 & 5). Once participants completed 

the survey, they were provided with a debriefing form that included mental health and crisis 

resources (Appendix E). As compensation, women were offered the equivalent of $10 CAD in 

their choice of an Amazon.ca or .com or .co.uk gift card. Alternatively, women could donate 

their compensation to the: 1) PGAD Support and Information Forum (http://psas-support.com), 
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2) National Vulvodynia Association (www.nva.org), 3) Women’s College Hospital 

(www.womenscollegehospital.ca), or 4) Canadian Foundation for Women’s Health (cfwh.org).  

Measures 

Sociodemographic variables. Participants were asked to provide information on their age, 

current location, culture, native language, current religious affiliation, education, occupation, 

household income, gender, relationship status, partner gender, and sexual orientation.  

Menopausal status and parity. Participants were asked about their menopausal status 

(months since last period: < 2 months, 2-12 months, > 12 months, or whether they underwent 

chemical or surgical menopause). Questions about birth history included: number of pregnancies, 

whether they were currently pregnant (yes/no), and parity (number of deliveries).  

Medical history. Participants were asked about previously diagnosed general medical 

(e.g., restless legs syndrome, diabetes) and specific pelvic/urogenital conditions (e.g., provoked 

vestibulodynia, overactive bladder syndrome). 

PGA symptoms. Participants were provided with diagrams of the genitopelvic region 

(Figure 3.1) to determine location of symptoms. 

 

Figure 3.1 Anatomical drawings of the genitopelvic area, from different perspectives 
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Symptom characteristics. Participants provided the age at which they began experiencing 

PGA symptoms and information about symptom characteristics (e.g., sudden or gradual onset, 

constant or intermittent presentation [if intermittent, average duration]). Women were provided 

with a list of characteristics that describe PGA symptoms based on symptom descriptions in 

previous publications (c.f. Leiblum & Nathan, 2001), consultation with clinicians/researchers 

who treat/study women with PGAD (co-authors: Allan Gordon, MD, & Leah Pink, MN, NP-

Adult, Wasser Pain Management Centre, Mount Sinai Hospital), as well as a PGAD patient 

advocate. A similar list of physical symptoms associated with PGA (e.g., clitoral pain at rest, 

clitoral sensitivity when touched) was created. All participants were asked whether their PGA 

symptoms were painful and if they experience spontaneous orgasms that are unrelated to sexual 

contact during the day and/or spontaneous orgasms during the night that awaken them.  

Symptom ratings. Women rated distress and discomfort levels associated with their current 

and initial PGA symptoms on a scale of 0 (no distress/discomfort) to 10 (extremely high 

distress/extremely uncomfortable). Women also rated the severity of their current PGA 

symptoms from 0 (extremely mild) to 10 (extremely severe), and symptom unwantedness from 0 

(symptoms completely wanted) to 10 (symptoms completely unwanted).  

Triggers and management strategies.  Participants were presented with a list of factors 

hypothesized to be associated with the onset of PGA symptoms, and lists of activities that 

trigger/alleviate PGA symptoms and with which their PGA symptoms may interfere. 

Emotions associated with PGA symptoms. Participants were asked to provide three 

emotions that they have regarding their PGA symptoms in an open-ended format. 
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Results 

Statistical Considerations 

A primarily descriptive examination of the demographic and symptom profile of women 

with symptoms of PGA was undertaken. Analyses consisted mainly of computing means, ranges, 

and percentages. Paired samples t-tests examining changes in ratings (e.g., symptom distress and 

discomfort) over time (when symptoms first started and present ratings) were also computed 

with Cohen’s d presented as a measure of effect size following the general guideline of small (d 

= .20), medium (d = .50) and large effect (d = .80) (Cohen, 1988). Regressions were conducted 

to determine which symptom characteristics predict current ratings of distress associated with 

PGA symptoms.  

Data Considerations 

Before beginning the data cleaning process, the data from certain participants were 

removed from the dataset (Appendix F). Of those who visited the website (N = 742), 475 did not 

provide consent. Of the 267 who consented, 30 did not proceed past the consent page, one was 

excluded because she stated she did not experience persistent genital arousal, two were excluded 

because they were not biologically female, one was excluded due to a pattern of falsified 

responses1, and 71 did not complete the symptom characteristics component of the survey. To 

prevent the analysis of duplicate data, all datasets were screened based on age, location, and user 

                                                        
1A number of suspicious responses were received for all survey links: women with PGA symptoms (Chapters 3, 4 
and 5), women without PGA symptoms (Chapter 4), and women with vulvar pain symptoms (Chapter 5). These 
surveys were completed much faster than other surveys, used the exact same wording for open-ended questions 
across surveys, and gave answers to questions that were not possible (for example, claimed they were recruited from 
sources that were not used). As such, the complete sets of falsified responses were removed from analyses. 	
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response information. Twenty-five duplicates were identified. The entry that was more complete 

was retained for analysis (or if both entries were equally complete, the more recent entry).   

Prior to conducting analyses, the data were examined for missing values, appropriate 

ranges, normality, and outliers where appropriate. Overall, less than 5% of the data were coded 

as missing except on questions about income, menopausal status, pregnancies, and parity. A 

decline response (‘DR’) option was provided for every question; thus, sample sizes differ from 

question to question. No missing values were imputed. For the questions pertaining to symptom 

ratings on an 11-point scale, based on skewness and a visual inspection of histograms, if the 

variables violated the normality assumption, appropriate transformations were performed until 

the variables resembled a normal distribution. Analyses, conducted using IBM Statistical 

Package for the Social Sciences (SPSS) Version 21, were performed on the transformed and non-

transformed variables. If the results of both were similar, the non-transformed variables are 

presented for ease of interpretation. The data were checked to ensure they met assumptions for 

paired samples t-tests, and regressions. Alpha values were set at p ≤ .05. Continuous data are 

expressed as mean (M) and standard deviation (SD). Categorical data are presented as a 

percentage with a corresponding sample size (n).  

Sample Characteristics 

The average age of participants was 46.87 years (SD = 15.42, n = 137) and ranged from 

19 to 79. A summary of demographic information for the sample is presented in Table 3.1.  

Table 3.1 
Sociodemographic Variables 
 % (n) 
Location  
 Canada 12.4 (17) 
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 United States 62.0 (85) 
 Western Europe 15.3 (21) 
 Other 10.2 (14) 
 DR 0 (0) 
Culture  
 Canadian  10.2 (14) 
 American 55.5 (76) 
 Western European 14.6 (20) 
 Other 19.9 (26) 
 DR .7 (1) 
Native Language  
 English 81.8 (112) 
 French 2.9 (4) 
 Other 13.9 (19) 
 DR 1.5 (2)  
Current Religious Affiliation  
 Catholic  14.6 (20) 
 Christian  27.7 (38) 
 Spiritual, no label  12.4 (17) 
 None/Atheist 24.8 (34) 
 Other 16.8 (23) 
 DR 3.6 (5) 
Education  
 Some high school or high school graduate  13.9 (19) 
 Trade school graduate 2.2 (3) 
 Some college/undergraduate courses or college/undergraduate degree 40.1 (55) 
 Some graduate school/professional training or graduate/professional degree  43.1(59) 
 DR .7 (1) 
Occupation  
 Employed full-time  24.8 (34) 
 Employed part-time  21.2 (29) 
 Unemployed  8.0 (11) 
 Retired  20.4 (28) 
  Student (full or part-time)  7.3 (10) 
 On disability/medical leave or seeking disability 8.8 (12) 
 Other 8.8 (12) 
 DR .7 (1) 
Household Income (US dollars)  
 <$60,000 46.7 (64) 
 >$60,000 35.8 (49) 
 DR 17.5 (24) 
Relationship Status  
 Single 31.4 (43) 
 Dating  8.8 (12) 
 Living with partner/Married/Common Law 59.9 (82) 
 DR 0 (0) 
Partner’s Gender  
 Woman .7 (1) 
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 Man  73.7 (101) 
 Not Applicable (no partner) 25.5 (35) 
 DR 0 (0) 
Sexual Orientation  
 Heterosexual   83. 9 (115) 
 Gay/Lesbian 1.5 (2) 
 Bisexual  9.5 (13) 
 Asexual 2.9 (4) 
 Other .7 (1) 
 DR 1.5 (2) 
Recruitment Source  
	 Word of mouth/Past participant	 8.0 (11) 
	 Website Ad/Newspaper/Poster/Listserv	 10.9 (15) 
	 Health care provider	 1.5 (2) 
	 Support group	 67.2 (92) 
	 Social media (Reddit, Facebook, YouTube)	 10.2 (14) 
	 Google search	 2.2 (3) 
	 DR	 0 (0) 
Note. DR refers to ‘decline response’.  
 

Birth history and menopausal status. No participants were pregnant at the time of the 

survey (Table 3.2). Most participants were post-menopausal, either naturally (44.2%, n = 61) or 

chemically/surgically (23.2%, n = 32).  

Table 3.2 

Birth History and Menopausal Status 
 % (n) 
Menopausal Status  
 Post-menopausal  43.8 (60) 
 Chemical/surgical menopause 23.4 (32) 
 Peri-menopausal 8.0 (11) 
 Pre-menopausal 17.5 (24) 
 DR 7.3 (10) 
Pregnancies  
 None 30.7 (42) 
 1 or more 59.9 (82) 
 DR 9.5 (13) 
Parity  
 Nonparous 28.5 (39) 
 Parous 55.5 (76) 
 DR 16.1 (22) 
Note. DR refers to ‘decline response’.  
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Medical History 

The most frequently reported comorbid medical conditions identified were restless legs 

syndrome (24.1%, n = 33), carpal tunnel syndrome (19.0%, n = 26), mononucleosis (18.2%, n = 

25), temporomandibular joint disorder (17.5%, n = 24), and shingles (15.3%, n = 21). A full list 

of comorbid medical conditions is provided in the appendix (Appendix G). On average, 

participants reported 2.04 medical conditions (SD = 1.99, Range: 0 to 9). Pelvic/urogenital 

conditions diagnosed by a health care provider are presented in Table 3.3. On average (and 

excluding a diagnosis of PGAD), women reported 3.01 comorbid pelvic/urogenital conditions 

(SD = 2.82, Range: 0 to 12). 

Table 3.3 
Pelvic/Urogenital Conditions Diagnosed by a Health Care Provider 
 % (n) 
Persistent Genital Arousal Disorder 54.0 (74) 
Irritable Bowel Syndrome 34.3 (47) 
Urinary tract infections (<3 per year) 29.9 (41) 
Yeast infections (<3 per year) 29.2 (40) 
Chronic Pelvic Pain 20.4 (28) 
Pudendal Neuralgia 19.0 (26) 
Pelvic Floor Muscle Dysfunction 18.2 (25) 
Chronic Constipation 17.5 (24) 
Over-active Bladder 16.1 (22) 
Interstitial Cystitis/Painful Bladder Syndrome 15.3 (21) 
None of the above 14.5 (20) 
Endometriosis 12.4 (17) 
Generalized Vulvodynia 11.7 (16) 
Urinary tract infections (>3 per year) 10.9 (15) 
Uterine Fibroids 10.9 (15) 
Vulvovaginal bacterial infection 10.2 (14) 
Yeast infections (>3 per year) 8.8 (12) 
Dysmenorrhea 6.6 (9) 
Hypersexuality 5.8 (8) 
Provoked Vestibulodynia 5.8 (8) 
Pudendal Nerve Entrapment 4.4 (6) 
Pelvic Congestion Syndrome 3.6 (5) 
Pelvic Inflammatory Disease 3.6 (5) 
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Polycystic Ovary Syndrome 3.6 (5) 
Vaginismus 2.9 (4) 
Lichen Sclerosus 0 (0) 
Lichen Planus 0 (0) 
 

Symptom Characteristics 

Most women were experiencing PGA symptoms at the time of survey completion (83.9%, 

n = 115). A small number of participants reported that their symptoms have been present since 

the age of 5 or younger (9.5%, n = 13), with the majority stating that their PGA symptoms 

started after the age of 6 (90.5%, n = 124). Of this large group, the average age of onset was 

38.00 years (SD = 16.33)—with the most frequent age of onset being 31-35 years of age—and 

ranged from 6 to 66 years (Appendix H).  

Approximately two-thirds of participants stated that their symptoms started suddenly 

(63.5%, n = 87), and 27.7% stated that their symptoms started gradually (n = 38; DR 8.8%, n = 

12). More women stated that their symptoms are constant (59.9%, n = 82) than intermittent 

(39.4%, n = 54; DR: .7%, n = 1). Of those with intermittent symptoms, most indicated that their 

symptoms last between <1 hour to 6 hours (39.7%, n = 23), 10.34% (n = 6) stated 6 to 24 hours, 

15.5% (n = 9) stated 24 hours to 72 hours, 19.0 % (n = 11) stated 3 days to one week, and 15.5% 

(n = 9) stated one week or longer. 

Participants were provided with a descriptive list of PGA symptoms (Table 3.4). Almost all 

participants indicated that their symptoms are unwanted (92.6%, n = 126), are not related to 

feelings of sexual desire (“wanting” to have sexual activity) (91.9%, n = 125), and do not reflect 

what is happening in their head (my genitals feel sexually turned on, but my mind is not) (91.9%, 

n = 125). Alternatively, very few participants indicated that their symptoms disappear after 
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orgasm (4.4%, n = 6) or after multiple orgasms (2.2%, n = 3). On average, women endorsed 

11.22 symptom descriptions (SD = 2.69, Range: 2 to 16). 

Table 3.4 

Descriptions of Persistent Genital Arousal (PGA) Symptoms 

 % (n) 
Are unwanted 92.6 (126) 
Arousal occurs in my genitals but does not reflect what is happening in my head (my 
genitals feel sexually turned on, but my mind is not) 

91.9 (125) 

Are not related to feelings of sexual desire (“wanting” to have sexual activity) 91.9 (125) 
Are distressing 89.0 (121) 
Are unpleasant 88.2 (120) 
Are persistent (they last for a long time, like for days or hours) 85.3 (116) 
Are intrusive (they interfere with my life in a bad way) 84.6 (115) 
Are provoked by non-sexual factors (e.g., riding in a car) 83.8 (114) 
Do not go away at all after I have an orgasm 66.2 (90) 
Are spontaneous (i.e., occur out of the blue) 65.4 (89) 
Do not go away at all after having more than one orgasm 55.1 (75) 
Do not go away at all after self-management techniques (e.g., distraction, cold 
application) 

50.7 (69) 

Are provoked by sexual factors (e.g., during sexual activity) 47.1 (64) 
Get better (but are still present) after self-management techniques (e.g., distraction, cold 
application) 

35.5 (49) 

Get better (but are still present) after I have an orgasm 36.0 (48) 
Get better (but are still present) after I have more than one orgasm 30.9 (42) 
Reflect what is happening in my head (when my genitals are turned on sexually my 
mind is too) 

15.4 (21) 

Disappear after self-management techniques (e.g., distraction, cold application) 5.9 (8) 
Disappear after I have an orgasm 4.4 (6) 
Disappear after I have more than one orgasm 2.2 (3) 
Note. Leiblum and Nathan (2001) PGAD Criteria indicated in bold, excluding the distress 
criterion. 
 

Half of the participants (50.4%, n = 69) reported experiencing all five of Leiblum and 

Nathan’s (2001) PGAD criteria (excluding distress), and approximately one third indicated that 
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they experience four of the five (32.8%, n = 45) criteria (Appendix I). Much fewer endorsed 

three (8.8%, n = 12) or two of the criteria (3.6%, n = 5)2.  

Participants indicated which physical symptoms of PGA they experience. The most 

frequently reported were a ‘persistent sense of arousal’ (67.2%, n = 92) and a ‘persistent sense of 

genital arousal’ (86.9%, n = 119) (Table 3.5). On average, women endorsed 8.47 physical PGA 

symptoms (SD = 4.21, Range: 03 to 18). 

Table 3.5 

Physical symptoms of persistent genital arousal 

Symptom 
Category 

 % (n) 

Arousal 
Symptoms 

  

 Persistent sense of genital arousal 86.9 (119) 
 Persistent sense of arousal 67.2 (92) 
 Clitoral “sensitivity” when touched 62.0 (85) 
 Clitoral “erection” 42.3 (58) 
 Vaginal lubrication 39.4 (54) 
 Persistent clitoral arousal 31.4 (43) 
 Clitoral erection without arousal 24.8 (34) 
 Sense of something in your vagina all the time 21.9 (30) 
 Erect nipples 20.4 (28) 
 Sense of something in your vagina during some activities only 10.9 (15) 
Urinary 
Symptoms 

  

 Urinary urgency (sudden urge to urinate) 47.4 (65) 
 Urinary frequency (the need to urinate more often than usual) 46.7 (64) 
Orgasm 
Symptoms 

  

 The feeling that you are on the verge of an orgasm, with genital 
sensations 

62.0 (85) 

 Involuntary vaginal contractions without orgasm 46.7 (64) 
 Relief of symptoms with an orgasm 26.3 (36) 

                                                        
2Of note, six women (4.4%) did not endorse any of the Leiblum and Nathan (2001) PGAD criteria, however, they 
did report between 2 to 4 different descriptions of their PGA symptoms, and between 3 to 17 physical symptoms of 
PGA (discussed in further detail below). 
3There was one woman who did not endorse any of the physical symptoms of PGA listed in Table 5, however she 
endorsed 12 of the symptom description presented in Table 3.4. 
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 The feeling that you are on the verge of an orgasm, but without 
genital symptoms 

24.8 (34) 

 Spontaneous orgasm 19.7 (27) 
 Orgasm without clitoral erection 11.7 (16) 
Pain Symptoms   
 Pain in the vulva at rest 35.0 (48) 
 Clitoral pain at rest 25.5 (35) 
 Pain with sexual intercourse 22.6 (31) 
 Clitoral pain when it is touched 21.2 (29) 
 Pain in the vulva with contact 19.7 (27) 
 Urinary pain (pain with urination) 16.8 (23) 
 Anorectal (anus and rectum) pain 13.9 (19) 

 
A notable proportion of participants endorsed painful PGA symptoms (e.g., clitoral pain, 

pain in the vulva at rest and during intercourse), and approximately half of the participants stated 

that their PGA symptoms are painful (42.3%, n = 58). A quarter of the women reported that they 

experience spontaneous orgasms during the night (that wake them) (Yes: 27.0%, n = 37; No: 

59.1%, n = 81, Unsure: 7.3%, n = 10; DR: .7%, n = 1). A similar number of women reported 

spontaneous orgasms during the day that are unrelated to any sexual content (Yes: 21.9%, n = 

30; No: 69.3%, n = 95; Unsure: 2.2%, n = 3; DR: .7%, n = 1). Of the women who experience 

spontaneous orgasms (n = 52), 28.8% (n = 15) experience them both day and night, while 28.8% 

experience them only during the day (n = 15) and 39.3% experience them only at night (n = 22). 

Symptom ratings. Women reported, on average, a high level of distress and discomfort 

associated with their past and current symptoms; however, responses spanned the full range of 

the scale (Table 3.6). The majority of women rated their distress as high (defined as ratings of 7 

through 10 on a scale of 0 to 10: 68.7%, n = 79), while 21.7% (n = 25) rated their distress as 

moderate (ratings of 4 through 6), and 9.6% (n = 11) rated their distress as low (ratings of 0 

through 3). There was no significant difference between ratings of distress or discomfort 
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associated with current symptoms and a retrospective rating of distress or discomfort (when 

symptoms first started; p’s > .05).  

Table 3.6  

Symptom Ratings 

 n Mean 
Rating (SD) 

Range t-Statistic, 
Current vs. 
First Started  
(df = 114)	

d 

Distress when symptoms first started 115 7.28 (3.19) 0-10 .140	 .08 
Current distress with symptoms 115 7.23 (2.52) 0-10 	  
Discomfort when symptoms first started 115 7.03 (2.98) 0-10 -.886	 .01 
Current discomfort with symptoms 115 7.30 (2.29) 0-10 	  
Symptom severity on average 137 6.91 (2.12) 1-10 n/a	 n/a 
Symptom unwantedness 137 9.07 (2.05) 0-10 n/a	 n/a 
 

Distress. Correlations were undertaken to determine the associations between 

sociodemographic factors, symptom characteristics, and ratings of distress associated with 

current PGA symptoms (Appendix J). Symptom severity (r = .452, p < .001), discomfort with 

current PGA symptoms (r = .734, p < .001), symptom unwantedness (r = .467, p < .001), and 

number of Leiblum and Nathan (2001) criteria endorsed (r = .191, p = .041) were found to have 

a significant positive correlation with current symptom distress. Constant symptoms (coded as 1, 

intermittent symptoms coded as 2) also significantly correlated with current distress (r = -.253, p 

= .006). Age, relationship status, age of symptom onset, painful symptoms, and number of 

comorbid medical or pelvic/urogenital comorbidities were not significantly related to current 

distress associated with PGA symptoms (all p’s > .05).  

A multiple regression model with distress associated with PGA symptoms as the outcome 

variable and the five significant predictor variables identified above was conducted. The model 
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was significant, explaining 55% of the variance, but only discomfort significantly predicted 

current distress, B = .705, t(114) = 7.25, p < .001. 

Triggers and Management Strategies  

The majority of women felt that there was no initial trigger for their PGA symptoms 

(27.0%, n = 37). Overall, there were no prominently endorsed triggers for the PGA symptoms 

besides the use of antidepressants (20.4%, n = 28), which has been discussed in the literature 

(Freed, 2008; Leiblum & Goldmeier, 2008) (Table 3.7).	

Table 3.7 

Perceived Initial Trigger of PGA Symptoms 

 % (n) 
No initial trigger of PGA symptoms 27.0 (37) 
After use of SSRIs (antidepressants) 20.4 (28) 
Major life stress (e.g., marital conflict, financial problems) 14.6 (20) 
PGA symptoms always present 11.7 (16) 
Vigorous sexual activity 6.6 (9) 
Injury to genital area/straddle injuries (i.e., falling on a balance beam) 6.6 (9) 
After sexual intercourse with my regular partner (but not first sexual experience) 6.6 (9) 
After gynaecological surgery 5.1 (7) 
After hormonal treatment (e.g., hormone replacement therapy, testosterone therapy, 
but not hormonal birth control methods) 

3.6 (5) 

After repeated urinary tract infections 3.6 (5) 
After repeated yeast infections 2.9 (4) 
After repeated bladder infections 2.9 (4) 
Unwanted sexual activity 2.2 (3) 
After having started hormonal birth control methods (e.g., oral contraceptive pill, 
NuvaRing) 

1.5 (2) 

After gynaecological treatment 1.5 (2) 
After a change in sexual partner 1.5 (2) 
First sexual experience .7 (1) 
 

Participants reported that their PGA symptoms interfered with a number of daily 

activities/functions (Appendix K). The most frequently reported were sitting (82.5%, n = 113), 
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mood (81.8%, n = 112), concentration (78.1%, n = 107), and social activities (70.1, n = 96). Only 

one woman stated that her symptoms do not interfere with any activities or functions (.7%).  

Women were also asked about what triggers and alleviates their symptoms, and what 

percentage increase/decrease in symptoms they experience when they engage in these activities 

(Appendix L). Many activities were endorsed as triggering of symptoms, with the most frequent 

being sitting (68.6%, n = 94), anxiety (60.6%, n = 83), and stress (60.6% n = 83). There were 

fewer activities that reliably reduced PGA symptoms, with the most frequent being ‘doing 

something that takes my mind off the symptoms’ (58.7%, n = 81). Solitary sexual activity 

(37.2%, n = 51) and relaxation techniques (33.6%, n = 46) were the next most frequently 

reported activities used to reduce symptoms. Some activities were reported to both help and 

trigger symptoms. For example, sleep reduced symptoms in 44.5% of women (n = 61) but 

triggered symptoms in 23.4% (n = 32).  

Emotions Associated with PGA Symptoms 

Participants generated 263 emotions to describe their PGA symptoms. The most common 

emotions were fear (9.5%, n = 25), frustration (8.0%, n = 21), sadness (6.1%, n = 16), and anger 

(4.9%, n = 13). Very few positive emotions were provided (n = 6; desire, pleasure, amazement, 

fulfillment, improved, enjoyment). 

Discussion 

The goal of this study was to examine a sample of women experiencing symptoms of PGA, 

including an exploration of their reactions to symptoms (i.e., distress, discomfort, associated 

emotions), comorbid medical and pelvic/urogenital conditions, activities that trigger or alleviate 

PGA symptoms, and predictors of distress. An international sample of 137 women endorsed 
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experiencing current (83.9% n = 115) or past (16.8% n = 23) symptoms of PGA. The symptom 

presentation of women with persistent genital arousal was diverse. Half (50.4%) of the women 

endorsed experiencing all five PGAD criteria (Leiblum & Nathan, 2001; 2002); however, 

distress associated with symptoms was reported as moderate or high in the majority of the 

sample (90.4%). Women with PGA symptoms also reported a number of comorbid 

pelvic/urogenital conditions and activities that trigger their symptoms, and few strategies that 

substantially relieved their distressing symptoms.  

Symptom Characteristics 

The average age of onset for PGA symptoms was in the mid-thirties, however, there was 

no clear pattern of onset (in contrast to, for example, the vulvodynia model of primary and 

secondary onset [Pukall, 2016]). More than half of the participants stated that their symptoms are 

constant (59.9%), and almost 40% (39.4%) reported intermittent symptoms. PGA symptoms may 

parallel the temporal pattern of vulvodynia symptoms, with constant PGA being similar to the 

generalized subtype of vulvodynia (relatively constant vulvar pain) and intermittent PGA being 

similar to provoked vestibulodynia (provoked vulvar pain) (Pukall et al., 2016).  

There was a great amount of diversity in the descriptions and physical symptoms of PGA 

reported by this sample. Previous research by Leiblum and colleagues (2005) found much greater 

agreement in symptom presentation in their descriptive study of women with PGA, where genital 

vasocongestion, tingling, wetness, throbbing, and contractions were endorsed by over 70% of the 

sample. The diversity of symptoms may suggest that PGA would be best conceptualized as 

having multiple subtypes. Nickel and colleagues have proposed a similar phenotypic-based 

classification system for interstitial cystitis (Nickel, Shoskes, & Irvine-Bird, 2009; Nickel et al., 
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2010). Although a preliminary idea, PGAD may similarly benefit from a classification system 

based on phenotypes, as different presentations (e.g., painful symptoms, arousal symptoms, 

dysaesthesia—similar to restless legs syndrome) may respond to different treatment approaches.   

Reactions to Symptoms 

Although the majority of participants reported elevated distress, some women reported 

low, or absent, distress (9.6%). Distress has been a focus of some previous studies as the distress 

criterion is key for differentiating PGA symptoms that are a normative aspect of women’s 

sexuality from disordered PGA (i.e., PGAD) (Leiblum, Seehuus, & Brown, 2007). In an online 

survey comparing women who met all five criteria for PGAD to women who met one to four 

criteria, Leiblum and colleagues (2007) found that mean scores of distress increased with the 

number of PGAD criteria endorsed. Interestingly, in the present study, 12 women who did not 

endorse any of Leiblum and Nathan’s (2001) PGAD criteria reported a mean distress score of 3.0 

(on a scale of 1 to 10), perhaps indicating that although their distress is low, they do experience 

mildly distressing persistent arousal that is not at all captured by the current PGAD criteria.  

Comorbid Medical and Pelvic/Urogenital Conditions 

Overall, women reported a large number (1.99 medical conditions, and 2.82 

pelvic/urogenital conditions) and wide range of diagnosed comorbidities, with most of them 

being chronic pain conditions (e.g., irritable bowel syndrome, interstitial cystitis). In vulvar pain 

samples, other chronic pain conditions are commonly comorbid, and increasing numbers of pain 

comorbidities are related to greater feelings of isolation and invalidation (Nguyen, Ecklund, 

MacLehose, Veasley, & Harlow, 2012). In addition, vulvodynia patients with other concurrent 

pain conditions report longer durations of vulvar pain, greater interference of pain in completing 
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daily activities, higher depression, anxiety, and pain vigilance scores (Lester, Brotto, & 

Sadownik, 2015). The number of comorbidities in the present study, surprisingly, did not predict 

distress associated with symptoms. However, chronic pain comorbidities may be related to other 

psychosocial outcomes, such as depression and anxiety.   

Of note, a little over half of the participants (54.0%, n = 74) reported having received a 

diagnosis of PGAD. This finding may indicate that not all PGA symptoms are distressing or 

meet the criteria for PGAD (Leiblum & Nathan, 2001; 2002). Alternatively, women who meet 

all the criteria may not receive diagnoses of PGAD if healthcare providers are unaware of the 

condition, or if patients are uncomfortable disclosing the symptoms to a healthcare provider.  

Activities that Trigger/Alleviate PGA Symptoms 

Overall, women reported that many activities trigger their symptoms, but few activities 

alleviate them. There was agreement between 50% or more of women on seven (of 20) activities 

that triggered their symptoms, whereas only one activity (of 14) was reported to reduce 

symptoms by 50% or more of women (‘doing something that takes my mind off the symptoms’). 

The need for strategies and treatments for managing distressing PGA symptoms is great, in 

particular, when we consider the number of daily activities with which they interfere. 

Limitations and Future Research 

The self-report nature of this survey is a substantial limitation, in particular, being unable 

to objectively confirm the physical symptoms of PGA. Future studies may aim to measure 

sensitivity, pain, and arousal associated with PGA symptoms with in-lab measures such as 

psychophysical (such as quantitative sensory testing) and psychophysiological (such as Laser 

Doppler imaging) methods. In the current study, some questions relied on retrospective recall of 
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past symptoms, which would be better assessed with a longitudinal study design as retrospective 

recall of pain or discomfort can be inaccurate (Redelmeier & Kahneman, 1996). The survey was 

also lengthy; thus, the results may be biased towards women who were highly motivated to share 

their stories, and comfortable with computers. Finally, many participants were recruited through 

PGAD support groups, leading to very few participants with no or mild distress associated with 

their symptoms. As such, broader recruitment strategies are recommended.   

Building on the present findings, the prevalence of comorbid medical conditions within the 

PGA sample should be compared to a PGA symptom-free control group matched on key 

demographics (e.g., age) to determine whether frequently endorsed conditions occur at an 

unusually high rate. A symptom-free comparison group would also allow for an exploration of 

how PGA symptoms impact psychosocial, sexual, relationship, and daily functioning. Some of 

these questions are addressed in Chapter 4.  

A number of similarities between PGA symptoms and vulvodynia were identified in this 

sample, including common comorbidities (e.g., interstitial cystitis, pelvic floor muscle 

dysfunction), similar temporal pattern of symptoms (constant vs. intermittent), and the presence 

of painful genital symptoms. A comparison of symptom characteristics between women with 

painful PGA symptoms to women with vulvar pain would aid in exploring how PGA would best 

be conceptualized; some of these questions are addressed in Chapter 5. 

Conclusions 

This study collected comprehensive information from women who experience PGA 

symptoms, including their medical history, symptom characteristics, triggers and management 

strategies, and predictors of their distress. There was a great amount of diversity in PGA 
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symptoms. Further research is needed to understand how PGA would be best understood, 

potentially based on phenotypic presentation. Despite the diversity of presentations and course, 

the majority of the sample reported very high distress and negative emotions. Greater education 

and research on PGA is needed to provide effective care for this population.
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Chapter 4 

Impact of PGA Symptoms on Women’s Psychosocial, Sexual, and Relationship 

Functioning 

Persistent genital arousal disorder (PGAD) is characterized by symptoms of physiological 

(genital) sexual arousal in the absence of subjective arousal (Leiblum & Nathan, 2001, 2002). 

The symptoms of genital arousal can last hours to days and are often described as intrusive, 

unwanted, and distressing. The symptoms are not typically remedied by any behaviour (e.g., self-

stimulating to orgasm/multiple orgasms) or over-the-counter remedy (Facelle et al., 2013; 

Leiblum, 2006). The cause(s) and prevalence of PGAD are largely unknown, and although 

treatment strategies have been proposed, most of the treatment literature consists of case studies.  

Little empirical research has been conducted on this condition despite growing research 

and public interest, as well as great clinical need (Goldstein, 2013). Information from such 

studies is needed to guide conceptualization, etiological investigations, and treatment options. 

Currently, the existing literature offers support for many factors—biological, psychological, and 

social—as playing a role in the expression of PGAD. This study examines biological factors 

(e.g., comorbid conditions), psychological factors (e.g., cognitions, mood), and social factors 

(e.g., relationship satisfaction) in women with and without symptoms of PGA. 

Biological Factors 

The existing conceptualizations of PGAD are characterized by the presence of common 

comorbidities. Some researchers have proposed that PGAD is best conceptualized as small fibre 

neuropathy, or ‘restless genital syndrome’, because it commonly co-occurs within a cluster of 
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conditions including restless legs syndrome and overactive bladder (Waldinger, van Gils et al., 

2009; Waldinger & Schweitzer, 2000; Waldinger, Venema et al., 2009). Others have suggested 

that PGAD is best understood as a subtype of vulvodynia (i.e., medically unexplained chronic 

vulvar pain), given that the two conditions share a number of similarities, including unknown 

etiologies and common comorbidities (Markos & Dinsmore, 2013).  

Indeed, both of these conceptualizations may be correct given that PGAD overlaps with 

many other conditions. For example, Pink, Rancourt, and Gordon (2014) found that women with 

PGAD frequently reported comorbid pelvic pain (n = 9/15), urinary/bladder pain/interstitial 

cystitis-like symptoms (n = 8/15), restless legs syndrome (n = 5/15), and pudendal neuralgia (n = 

6/15)—findings that are supported by the results in Chapter 3. However, these studies did not 

include a control group to assess relative comorbid conditions. As such, it is not known whether 

women with PGA symptoms present with more, or different, comorbidities than women without 

PGA symptoms. In addition, having comorbidities appears to increase risk for additional issues, 

including mood conditions. For example, a population-based study found that women with 

unprovoked vulvodynia and comorbid pain conditions fared worse than women with non-

comorbid vulvodynia in terms of overall health, sleep, pain interference, physical pain, 

depression, and posttraumatic stress disorder (Reed, Plegue, Williams, & Sen, 2016). Therefore, 

the presence of additional comorbid conditions in women with symptoms of PGA, in particular 

chronic pain conditions, may be associated with greater impact on psychological functioning.  

Psychological Factors 

Although women with PGA symptoms often report substantial personal cost (Goldstein, 

2013), few empirical studies have examined what aspects of psychological distress are associated 
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with PGA, and to what degree. Using single-item measures, Leiblum and colleagues (2005) 

found that two-thirds of women with PGAD (defined by meeting all five PGAD criteria) self-

reported high levels of worry and stress (61.8% and 67.7%, respectively), and 42.7% reported 

high levels of depression. One controlled study of general psychological function found women 

with PGAD (defined by at least moderate intensity of all five PGAD criteria) had significantly 

lower scores than non-affected women on all dimensions of the Brief Symptom Inventory except 

interpersonal sensitivity (Carvalho et al., 2013). However, their two samples differed 

significantly on a number of important sociodemographic variables (e.g., age, marital status), 

potentially confounding the interpretation of these results.  

In addition, little information is available on how women with PGA respond or react to 

their symptoms. It has been theorized that negative cognitive and affective reactions may 

contribute to the development and maintenance of distressing PGAD (Leiblum & Chivers, 2007), 

but this theory has yet to be evaluated. Findings from Chapter 3 indicate that fear is the most 

common emotion associated with PGA symptoms, but there is need to examine other reactions to 

symptoms that may interact with symptom severity and distress, such as catastrophizing (i.e., a 

mental set of negative cognitive appraisals; Sullivan et al., 2001). Catastrophizing is a 

maladaptive coping mechanism used to elicit support from others (Sullivan et al., 2001; Sullivan, 

Bishop, & Pivik, 1995), and it is associated with higher caregiver stress, punitive interpersonal 

responses, and greater relationship conflict (Boothby, Thorn, Overduin, & Ward, 2004; Keefer et 

al., 2003). Thus, psychological, as well as social, factors (e.g., relationship functioning) are 

important to consider in women with PGA. 
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Social Factors 

Sexual functioning. A small number of studies have examined sexual functioning in 

women with PGAD. An online sample of women who endorsed all five PGAD criteria reported 

significantly lower sexual desire, satisfaction, and greater pain with penetration than women who 

only endorsed some of the criteria (Leiblum, Seehuus, & Brown, 2007). In a separate sample of 

women who endorsed all five PGAD criteria, self-reported scores on the Female Sexual 

Functioning Index (FSFI; Rosen et al., 2000) were found to fall between previously published 

scores of healthy control participants and those with Female Sexual Arousal Disorder on all 

domains of sexual functioning, except desire (women with PGAD reported similar levels of 

desire to the control group) (Leiblum & Seehuus, 2009). These results indicate that women with 

PGAD experience some degree of sexual dysfunction. However, traditional measures of sexual 

functioning may not fully capture the sexual functioning difficulties associated with PGA. For 

example, traditional measures ask about ability to reach orgasm, but women with PGA may 

experience distressing spontaneous orgasms. Consideration of distress is therefore needed for a 

more comprehensive understanding of PGA symptoms and sexuality.  

Relationship satisfaction. Very little information is available on how PGA symptoms 

affect relationship satisfaction. In a small number of case studies, relationship issues resulting 

from PGA symptoms have been described (Goldstein, 2013; Hiller & Hekster, 2007; Korda, 

Pfaus, & Goldstein, 2009), whereas others report positive partner responses (Korda, Pfaus, 

Kellner, & Goldstein, 2009; Leiblum & Nathan, 2001; 2002; Throne & Stuckey, 2008). Leiblum 

and colleagues (2005) found that relationship status (being single with a current sexual partner) 
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predicted lower levels of distress in women with PGA. Given the preliminary nature of these 

results, further investigation of relationships is warranted in women with PGA. 

Hypotheses and Research Questions 

The overarching goal of this controlled study was to investigate biopsychosocial factors in 

women with PGA. The aims were to (1) compare comorbidities, and (2) investigate the impact of 

PGA symptoms on validated measures of psychological and social function between age-

matched women with and without PGA symptoms. A secondary aim was to examine what 

symptom factors (distress, discomfort, severity, degree of unwantedness) predict psychosocial 

outcomes in women with symptoms of PGA. The following research questions were addressed: 

1. Do women with symptoms of PGA report more diagnosed comorbidities than non-

affected women? If significant differences in the number of comorbid medical and 

pelvic/urogenital conditions are found, follow-up comparisons on each condition will be 

conducted to determine which conditions each group reports more frequently. 

2. What impact does the experience of PGA symptoms have on psychosocial function? It 

was hypothesized that women with symptoms of PGA (vs. non-affected women) would 

report: 1) greater depressive and anxiety symptoms, 2) significantly lower sexual 

functioning and greater sexual distress; and 3) lower relationship satisfaction 

3. What symptom characteristics/factors predict poorer outcomes on validated measures of 

psychological and social functioning in those with PGA symptoms? It was hypothesized 

that higher symptom distress, discomfort, symptom severity, and unwantedness of 

symptoms would predict greater depression, anxiety, and distress associated with sexual 

functioning, as well as lower relationship satisfaction. 
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Methods 

Participants 

Inclusion criteria for this study were: 1) female, 2) 18 years of age or older, and 3) fluent in 

English. Women were included in the PGA symptom group if they endorsed: “Do you currently, 

or have you ever, experienced persistent feelings of arousal in your genitals?” PGA was defined 

as, “physical arousal (such as genital swelling, genital sensitivity, lubrication, nipple sensitivity 

and/or nipple swelling) that occurs for an extended period of time (such as hours or days)”. 

Women were included in the control group if they declined experiencing any past or current 

symptoms of persistent genital arousal or vulvar pain.  

A flow chart of the inclusion/exclusion of participants is outlined in the appendix 

(Appendix M), and is discussed in greater detail in the Data Considerations section. The two 

groups were matched on age (+/- 10 years, average difference in age between matched 

individuals = 3.17 years). A total of 174 participants were included in the analyses: 87 women in 

the PGA symptom group (mean age = 46.64 years, SD = 14.70) and 87 in the control group 

(mean age = 43.66 years, SD = 11.29).  

Procedures 

The Queen’s University General Research Ethics Board approved this study (Appendix 

A). Study recruitment (Appendix B), procedures, and compensation for women with symptoms 

of PGA are outlined in Chapter 3. The subset of participants with PGA symptoms described in 

the current study was drawn from the same pool of participants described in Chapter 3. Women 

in the control group were recruited using social media (i.e., Facebook, Twitter, YouTube), 

listservs (e.g., Reddit), online magazines, and online lifestyle groups.  
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The survey was completed on Checkbox® software (installed on a dedicated server with 

ITServices at Queen’s University). Participants first read the letter of information and provided 

informed consent (Appendix C). Next, they completed a demographics questionnaire that 

confirmed eligibility criteria. Eligible women then completed questions about their medical 

history and a series of validated questionnaires assessing psychosocial function (Appendix D). 

The survey took approximately 60 to 90 minutes for PGA symptom group, and 30 to 45 minutes 

for the control group. A debriefing form was provided at the end of the survey, which included 

links to mental health and crisis resources (Appendix E).	Control participants were offered entry 

into a draw for one of four $50 Amazon.ca/.com/.co.uk gift cards as compensation. 	

Measures 

Sociodemographic variables and medical history. Sociodemographic variables, 

medical history questions (answered by both the PGA group and the control group), and ratings 

of symptom distress and discomfort, symptom severity, and symptom unwantedness (completed 

only by the PGA group) are described in Chapter 3.  

Psychosocial functioning.  

Depression. The Beck Depression Inventory–II (BDI-II; Beck, Steer, & Brown, 1996) is a 

21-item self-report questionnaire designed to assess the severity of depressive symptoms. Each 

item is rated along a 4-point scale from 0 to 3 (range from 0-63), with higher numbers reflecting 

increasing severity. In a sample of college students, the internal consistency of the BDI-II was 

excellent (Cronbach’s α = .90), and convergent validity (demonstrated by positive correlations 

with other measures of depression and anxiety) was good, r = .76 (Storch, Roberti, & Roth, 

2004). In the present sample, high reliability was also achieved for women with symptoms of 
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PGA (n = 72), Cronbach’s α = .92, and without (n = 84), Cronbach’s α = .95. Women in the 

PGA group were also asked to report whether their depressive symptoms began before or after 

the onset of their PGA symptoms. 

Anxiety. The Beck Anxiety Inventory (BAI; Beck, Epstein, Brown, & Steer, 1988) is a 21-

item self-report questionnaire that measures the severity of anxiety symptoms. Each item is rated 

on a 4-point scale from 0 to 3 (range = 0-63), with higher scores representing greater anxiety 

symptoms. The BAI has shown high internal consistency (α = .92) and test-retest reliability over 

1 week (r = .75) (Beck et al., 1988). It has also been found to demonstrate convergent (r = .51 

with the Hamilton Anxiety Rating scale) and divergent (r = .25 with the Hamilton Depression 

Rating Scale) validity (Beck et al., 1988). For this sample, high reliability was also achieved for 

women with symptoms of PGA (n = 80), Cronbach’s α = .93, and without (n = 85), Cronbach’s α 

= .94. Women in the PGA group were asked to report whether their anxiety symptoms began 

before or after the onset of their PGA symptoms.  

Catastrophizing. Only women with symptoms of PGA completed the Pain Catastrophizing 

Scale (PCS; Sullivan et al., 1995), a self-report questionnaire that asks participants to think about 

painful experiences and indicate the degree to which they have any of the listed thoughts or 

feelings. Each of the 13-items is rated on a scale from 0 (not at all) to 4 (all the time), where a 

score of 30 represents the 75th percentile and clinically significant distress (Sullivan et al., 

1995). The PCS consists of three subscales: rumination, magnification, and helplessness. The 

total PCS score has high internal consistency (Cronbach’s α = .87), and high test-retest reliability 

over a 6-week (r = .75) and 10-week period (r = .70). The PCS has been previously used with 

other forms of vulvar discomfort (e.g., Pukall, Binik, Khalife, Amsel, & Abbott, 2002; Sutton, 
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Pukall, & Chamberlain, 2009. For the current study, the instructions of the PCS were modified to 

assess catastrophizing specific to vulvar sensations. Thus, the word ‘pain’ was replaced by 

‘vulvar sensations’. For this sample, high reliability was achieved for the PGA symptom group 

(n = 81), Cronbach’s α = .91.  

Social functioning. 

Sexual function and distress. The Female Sexual Function Index (FSFI; Rosen et al., 

2000) is a 19-item self-report questionnaire that assesses sexual function in women over the past 

four weeks. It covers six domains: lubrication, arousal, desire, pain, orgasm, and satisfaction. 

Total scores range from 2 to 36, and subscale scores range from 0 to 5 or 1 to 5, where higher 

scores indicate better functioning. It is a reliable measure, with both clinical and psychometric 

validity (Rosen et al., 2000). The FSFI has been found to have discriminant validity between 

women with and without sexual complaints, with a cut-off score for sexual dysfunction of 26.55 

(Weigel, Meston, & Rosen, 2005). For the current study, after each subscale was presented, a 

single question about the level of distress related to the subscale (e.g., orgasm) was administered. 

Each item was rated on a scale of 0 (no distress) to 10 (extremely high distress). Each of the six 

distress items were summed to create a distress score associated with sexual functioning. Total 

scores on the summed items ranged from 0 to 60, with higher scores indicating higher distress. 

High reliability was achieved for the PGA symptom group on the FSFI total (n = 34, Cronbach’s 

α = .91) and subscale (αs range from .82 to .92) scores. A similar pattern was found for the 

control group (total: n = 58, Cronbach’s α = .93; subscales range from .87 to .94).  

The data from women who reported that they had not engaged in solitary/partnered sexual 

activity in the four weeks prior to completing the survey (PGA symptom group, 19.5%, n = 17;	
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control group, 8.0%, n = 7) were not included in the analyses of the arousal, lubrication, orgasm, 

satisfaction subscales, nor the total scale scores. Similarly, women who did not attempt 

intercourse in the past four weeks were excluded from the pain subscale analyses. As outlined by 

Meyer-Bahlburg and Dolazal (2007), including ‘0’ scores for women who did not attempt 

intercourse may inaccurately deflate scores; therefore, women who did not attempt intercourse 

were coded as missing values. Within the PGA group, 46.0% (n = 40) of women were included 

in the pain analysis; within the control group, 75.9% (n = 66) women were included.  

Relationship satisfaction. The Relationship Assessment Scale (RAS; Hendrick, Dicke, & 

Hendrick, 1998) consists of seven self-report items of relationship satisfaction (e.g., ‘How well 

does your partner meet your needs?’), which are scored on a five-point scale (e.g. from 1 

“poorly” to 5 “extremely well”). Total scores range from 7 to 35, with higher scores indicating 

greater relationship satisfaction. Convergent validity has been demonstrated with other existing 

relationship measures (e.g., for the Dyadic Adjustment Scale [Spanier, 1976], r’s ranged from 

.77 to .64, and for the Kansas Marital Satisfaction Scale [Schumm et al., 1986], r’s ranged from 

.74 to .64). Test-retest reliability over 6-7 weeks was high (r = .85), and internal consistency was 

acceptable (α = .73). For this sample, high reliability was also achieved for women with 

symptoms of PGA (n = 52), Cronbach’s α = .89, and without (n = 64), Cronbach’s α = .94. 

 
Results 

Statistical Analyses 

A comparison of age-matched samples of women with and without PGA symptoms on 

medical history, psychological and social functioning was undertaken. Two-tailed independent 

samples t-tests, were conducted on measures of psychosocial functioning with Cohen’s d 
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presented as a measure of effect size following the general guideline of small (d = .20), medium 

(d = .50) and large effect (d = .80) (Cohen, 1988). For categorical variables, chi-squared tests for 

independence, and Fisher’s Exact Tests (when expected cell sizes fell below 5) were conducted 

with Cramér’s V provided as a measure of association. A sequential logistical regression was 

conducted to determine whether distress ratings associated with sexual function domains predict 

group membership (PGA symptom/control group) above and beyond the traditional FSFI 

subscales. Multiple regressions were conducted to determine predictors of psychosocial 

functioning.  

Data Considerations 

Before beginning the data cleaning process, the data from certain participants were 

removed from the dataset (Appendix M). Of those who visited the website (N = 2,388), 1,649 did 

not provide consent. Of the 739 who consented, 96 did not proceed past the consent page, four 

were excluded because the individual was not biologically female, 28 were excluded due to a 

pattern of falsified responses, and 330 did not complete the survey. To prevent the analysis of 

duplicate data, all datasets were screened based on age, location, and user response information. 

Thirty-six duplicates were identified. The entry that was more complete was retained for analysis 

(or if both entries were equally complete, the more recent entry was retained). In total, 91 women 

in the PGA group and 154 women in the control group completed the full survey. Age matching 

(+/- 10 years) was conducted, and 87 women in each group were successfully matched. Selection 

of women in the control group for matching (since there were more control than PGA symptom 

group participants) was done using a randomizer (random.org).  
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Prior to analyses, the data were examined for missing values, appropriate ranges, 

normality, and outliers where appropriate. No missing data were imputed for sociodemographic 

or medical history questions. On validated questionnaires, if less than 15% of the questions were 

missing for each individual, those missing values were replaced with the individual’s mean 

response on that questionnaire. If more than 15% was missing, then those individual’s responses 

for that questionnaire were not included in the analysis. A decline response option (‘DR’) was 

provided for every question; thus, sample sizes differ between questions.  

For the symptom rating questions and validated measures of psychosocial, sexual function, 

and relationship satisfaction, if the variables violated the normality assumption (based on 

skewness and visual inspection of histograms), appropriate transformations were performed until 

the variables resembled a normal distribution. The FSFI orgasm and pain subscales were 

negatively skewed, therefore a ‘reflect and inverse’ transformation was applied, and the FSFI 

distress subscales of orgasm, lubrication, and pain were positively skewed, therefore an ‘inverse’ 

transformation was applied. Analyses, conducted using IBM Statistical Package for the Social 

Sciences (SPSS) Version 21, were then performed on the transformed and non-transformed 

variables. As the results of both sets of analyses were similar, the non-transformed variables are 

presented for ease of interpretation. The data were also checked to make sure they met 

assumptions for independent samples t-tests, chi-squared tests, Fisher’s Exact Test, as well as 

linear and logistic regressions. Alpha values were set at p ≤ .05. Continuous data were expressed 

as mean (M) and standard deviation (SD). Categorical data are presented as percentage, and 

corresponding sample size (n).   
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Sociodemographics 

There was no significant difference in age between participants in the PGA group (M = 

46.64, SD = 14.70) and the control group (M = 43.66, SD = 11.29), t(172) = 1.50, p = .135, d = 

.23, but significant between-groups differences were found for a few other variables (see Table 

4.1) Women with PGA symptoms were a slightly more international sample and, perhaps 

relatedly, significantly more women with PGA symptoms reported speaking a native language 

other than English or French. More women with PGA symptoms were retired, as compared to 

women in the control group, and the groups reported some differences in current religious 

affiliations, with more control group participants stating that they are atheist or do not have a 

religious affiliation.  

Table 4.1 

Sociodemographic Variables 

 PGA 
Symptom 

Group 

Control 
Group 

   

 % (n) % (n) Pearson 
χ2 

p 
value 

Cramér’s V 

Location      
 Canada 9.2 (8) 21.8 (19) 16.27 .023 .306 
 United States 63.2 (55) 69.0 (60)  
 Western Europe 17.2 (15) 4.6 (4)  
 Other 10.34 (9) 4.6 (4)  
 DR 0 (0) 0 (0)  
Culture      
 Canadian 8.1 (7) 16.1 (14) 17.48 .133 .318 
 American 55.8 (48) 70.1 (61)  
 Western European 16.3 (14) 5.7 (5)  
 Other 19.5 (17) 8.0 (7)  
 DR 1.1 (1) 0 (0)  
Native Language      
 English 76.5 (65) 97.7 (85) 17.68 < .001 .321 
 French 4.7 (4) 1.1 (1)  
 Other 18.8 (16) 1.1 (1)  
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 DR 2.3 (2) 0 (0)  
Current Religious Affiliation      
 Catholic 16.9 (14) 9.3 (8) 40.62 < . 001 .490 
 Christian 28.9 (24) 11.6 (10)  
 Spiritual, no label 10.8 (9) 12.8 (11)  
 None/Atheist 27.7 (23) 43.0 (37)  
 Other 14.9 (13) 23.0 (20)  
 DR 4.6 (4) 1.1 (1)  
Education      
 Some high school or high school 

graduate 
12.6 (11) 3.4 (3) 7.28 .296 .205 

 Trade school graduate 1.1 (1) 2.3 (2)  
 Some college/undergraduate courses 

or college/undergraduate degree 
39.1 (34) 51.7 (45)  

 Some graduate school/professional 
training or graduate/professional 
degree 

46.0 (40) 42.5 (37)  

 DR 1.1 (1) 0 (0)  
Occupation      
 Employed full-time 25.6 (22) 52.3 (45) 29.90 < .001 .417 
 Employed part-time 23.3 (20) 11.6 (10)  
 Unemployed 7.0 (6) 7.0 (6)  
 Retired 18.6 (16) 3.5 (3)  
  Student (full or part-time) 8.0 (7) 9.2 (8)  
 On disability/medical leave or seeking 

disability 
8.0 (7) 3.4 (3)  

 Other 9.2 (8) 12.6 (11)  
 DR 1.1 (1) 1.1 (1)  
Household Income (US dollars)      
 <$60,000 49.4 (43) 34.5 (30) 18.50 .101 .349 
 >$60,000 31.0 (27) 59.8 (52)  
 DR 19.5 (17) 5.7 (5)  
Relationship Status      
 Single 32.2 (28) 24.1 (21) 8.26 .220 .218 
 Dating 9.2 (8) 11.5 (10)  
 Living with partner/Married/Common 

Law 
58.6 (51) 64.4 (56)  

 DR 0 (0) 0 (0)  
Partner’s Gender      
 Woman 0 (0) 1.1 (1) 2.52 .283 .120 
 Man 73.6 (64) 80.5 (70)  
 Not Applicable (no partner) 26.4 (23) 18.4 (16)  
 DR 0 (0) 0 (0)  
Sexual Orientation      
 Heterosexual 83.9 (73) 78.2 (68) 6.62 .157 .196 
 Gay/Lesbian 0 (0) 1.1 (1)  
 Bisexual 9.2 (8) 18.4 (16)  
 Asexual 4.6 (4) 1.1 (1)  
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 Queer 0 (0) 1.1 (1)  
 DR 2.3 (2) 0 (0)  
Recruitment Source      
 Word of mouth 8.0 (7) 4.6 (4) 152.65 < .001 .939 

 Website ad/Newspaper/ 
Poster/Listserv 

9.2 (8) 5.7 (5)    

 Health care provider 1.1 (1) 2.2 (2)    

 Support group 66.7 (58) 0 (0)    

 Social media (Reddit, Facebook, 
YouTube) 

11.5 (10) 86.2 (75)    

 Google Search 3.4 (3) 0 (0)    
 DR 0 (0) 1.1 (1)    
Note. PGA refers to ‘persistent genital arousal’, and DR refers to ‘decline response’.  
 

Menopausal status and birth history. No participants were pregnant at the time of the 

survey. Menopausal status and birth history are presented in Table 4.2.  

Table 4.2 

Menopausal Status and Birth History for Women with (‘PGA Symptom Group’, N = 87) and 

without (‘Control Group’, N = 87) Symptoms of Persistent Genital Arousal.  

 PGA Symptom 
Group 

Control 
Group 

   

 % (n) % (n) Pearson 
χ2  

p 
value  

Cramér’s 
V 

Menopausal Status      
 Post-menopausal 18.4 (16) 26.4 (23) 11.51 .021 .263 
 Chemical/surgical menopause 24.1 (21) 10.3 (9)  
 Peri-menopausal 3.4 (3) 11.5 (10)  
 Pre-menopausal 46.0 (40) 51.7 (45)  
 DR 8.0 (7) 0 (0)  
Pregnancies      
 None 33.3 (29) 34.2 (30) 1.44 .487 .091 
 1 or more 57.5 (50) 60.1 (53)  
 DR 9.2 (8) 4.6 (4)  
Parity      
 Nonparous 43.4 (36) 45.2 (38) .059 .808 .019 
 Parous 56.6 (47) 54.8 (46)  
 DR 4.6 (4) 3.4 (3)  
Note. PGA refers to ‘persistent genital arousal’, and DR refers to ‘decline response’. 
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Medical History 

Women with symptoms of PGA reported, on average, one more comorbid medical 

condition (M = 2.08, SD = 2.08) than the control group (M = 1.05, SD = 1.41), and this 

difference was significant, t(172) = 3.84, p < .001, d = .58. Follow-up Chi-squared tests of 

independence were undertaken to determine which diagnoses differed in frequency between the 

two groups. Women with and without symptoms of PGA reported similar medical histories, with 

the exception of the PGA symptom group reporting significantly more diagnoses of restless legs 

syndrome. A full list of medical conditions is presented in Appendix N.  

Women with symptoms of PGA reported an average of 3.17 (SD = 3.05) comorbid 

pelvic/urogenital conditions, which was significantly greater than control participants (M = 1.63, 

SD = 1.37), t(172) = 4.30, p < .001, d = .65 (Table 4.3). Women in the PGA symptom group 

reported greater proportions of diagnoses across a number of conditions, including chronic pelvic 

pain, pudendal neuralgia, overactive bladder, and pelvic floor muscle dysfunction.  

Table 4.3 

Frequency of Comorbid Pelvic/Urogenital Conditions between Women with (‘PGA Symptom 

Group’, n = 87) and without (‘Control Group’ n = 87) Symptoms of Persistent Genital Arousal 

 PGA 
Symptom 

Group 

Control 
Group 

   

 % (n) % (n) Pearson χ2 p value Cramér’s V 
Irritable bowel syndrome 33.3 (29) 10.3 (9) 13.47 <  .001 .278 
Urinary tract infections (<3 per year) 31.0 (27) 44.8 (39) 3.52 .061 .142 
Yeast infections (<3 per year) 28.7 (25) 43.7 (38) 4.21 .040 .155 
Pudendal Neuralgia 23.0 (20) 0 (0) 22.60 <.001 .360 
Chronic Pelvic Pain 21.8 (19) 1.1 (1) 18.30 < .001 .324 
Pelvic Floor Muscle Dysfunction 19.5 (17) 2.3 (2) 13.29 <.001 .276 
Over-active Bladder 17.2 (15) 1.1 (1) 13.49 < .001 .278 
Interstitial Cystitis/Painful Bladder 
Syndrome 

16.1 (14) 3.4 (3) 7.89 .005 .213 
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Chronic Constipation 16.1 (14) 2.3 (2) 9.91 .002 .239 
Endometriosis 12.6 (11) 6.9 (6) 1.63 .202 .097 
Generalized Vulvodynia 11.5 (10) 0 (0) 10.61 .001 .247 
Urinary tract infections (>3 per year) 11.5 (10) 5.7 (5) 1.82 .177 .102 
Uterine Fibroids 11.5 (10) 10.3 (9) .06 .808 .018 
Vulvovaginal bacterial infection 10.3 (9) 6.9 (6) .657 .418 .061 
Yeast infections (>3 per year) 10.3 (9) 3.4 (3) 3.22 .073 .136 
Provoked Vestibulodynia 8.0 (7) 0 (0) FET .014 .205 
Hypersexuality 6.9 (6) 0 (0) FET .029 .189 
Dysmenorrhea 6.9 (6) 5.7 (5) .10 .755 .024 
Pelvic Inflammatory Disease 4.6 (4) 2.3 (2) FET .682 .063 
Polycystic Ovary Syndrome 4.6 (4) 10.3 (9) 2.08 .149 .109 
Vaginismus 4.6 (4) 1.1 (1) FET .368 .103 
Pudendal Nerve Entrapment 3.4 (3) 0 (0) FET .246 .132 
Pelvic Congestion Syndrome 3.4 (3) 0 (0) FET .246 .132 
Lichen Sclerosus 0 (0) 1.1 (1) FET 1.00 .076 
Lichen Planus 0 0 --- --- --- 
None of the above 13.8 (12) 20.7 (18) 1.45 .229 .091 
Note: When expected cell count was less than 5, results from Fisher’s Exact Test (FET) are 
provided. PGA refers to ‘persistent genital arousal’.  
 
 
Psychosocial Functioning 

 Women in the PGA symptom group reported significantly more depressive and anxiety 

symptoms than women in the control group (Table 4.4). More than twice as many women in the 

PGA group (54.1%, n = 46) indicated some degree of suicidal ideation (defined as a non-zero 

response on item 9 of the BDI-II), as compared to the control group (25.9%, n = 22). Within the 

PGA group, slightly more women stated that their depressive and anxiety symptoms started 

before their PGA symptoms (42.4%, n = 36 and 52.3%, n = 45, respectively) rather than after 

(28.2% n = 24, and 32.6%, n = 28, respectively).  
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Table 4.4 

A Comparison of Depression Symptoms (BDI-II) and Anxiety Symptoms (BAI) between Women 

with (‘PGA Symptom Group’, n = 87) and without (‘Control Group’, n = 87) Symptoms of 

Persistent Genital Arousal. 

 PGA Symptom Group Control Group  	
 n M (SD) n M (SD) t statistic d 
BDI-II*** 87 19.83 (12.46) 86 12.62 (12.26) 3.84 .58 
BAI*** 84 20.02 (14.20) 86 12.79 (12.39) 3.54 .54 
***p < .001 
Note. Depressive symptoms were measured using the Beck Depression Inventory–II (BDI), and 
anxiety symptoms were measured using the Beck Anxiety Inventory (BAI). 
 

Relationship Satisfaction 

Women with symptoms of PGA (M = 26.45, SD = 6.93, n = 56) reported significantly 

lower relationship satisfaction than women without PGA symptoms (M = 29.28, SD = 7.06, n = 

65) on the RAS, t(119) = -2.21, p = .029, d = .40. 

Sexual Function 

Women in the PGA symptom group reported significantly lower overall sexual function 

than women in the control group (Table 4.5). The average total score for the PGA group (26.13) 

fell just below the clinical cut-off (26.55), indicating clinically significant sexual dysfunction. 

Specifically, women with PGA symptoms reported significantly lower scores on the arousal, 

orgasm, satisfaction, and pain subscales. These lower scores may be related to the slightly 

greater number of women in the PGA group to have undergone menopause, in particular, 

chemical or surgical menopause. Alternatively, almost half of women with PGA symptoms in 

Chapter 3 describe their symptoms as painful, which may have negative effects on other areas of 

their sexual functioning.   
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Table 4.5 

A Comparison of Sexual Functioning (FSFI) between Women with (‘PGA Symptom Group’, n = 

87) and without (‘Control Group’, n = 87) Symptoms of Persistent Genital Arousal. 

 
 
 
 
 
 
 
 
 

*p < .05, **p < .01 
Note. Sexual function was measured using the Female Sexual Functioning Index (FSFI).  
 

Distress associated with sexual functioning. To determine whether distress associated 

with sexual functioning domains predicts group membership above and beyond a traditional 

sexual functioning measure, a sequential logistic regression model was conducted with group 

membership (women with vs. without PGA symptoms) as the outcome variable. FSFI subscale 

scores were entered as predictors in the first block of the model, and distress scores associated 

with each FSFI subscale were entered in the second block.  

When the first block of predictors (FSFI subscales) was entered into the model, the 

model’s ability to accurately predict group membership was 73.3%, χ2(6) = 17.69, p = .007, 

Nagelkerke R2 = .243. However, only 47.1% of PGA symptom group membership was 

accurately predicted. The FSFI pain subscale was the only variable that significantly predicted 

group membership, B = .592, SE = .16, Wald = 5.14, p = .023, such that for every one unit 

increase on the FSFI pain subscale (where higher scores indicate lower pain), individuals were 

1.81 times more likely to be in the control group. 

 PGA Symptom Group Control Group   
 n M (SD) n M (SD) t statistic d 
FSFI Total Score** 34 26.13 (6.02) 58 29.36 (5.21) -2.71 .57 
 Desire  85 3.21 (1.67) 87 3.32 (1.34) -.49 .07 
 Arousal* 52 4.25 (1.67) 78 4.91 (1.22) -2.46 .45 
 Lubrication  51 4.75 (1.56) 78 5.10 (1.15) -1.39 .26 
 Orgasm** 54 4.38 (1.54) 80 5.10 (1.29) -2.92 .51 
 Satisfaction* 41 3.87 (1.54) 63 4.56 (1.67) -2.11 .43 
 Pain** 40 4.90 (1.40) 66 5.73 (.68) -3.49 .82 
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When distress ratings were entered into the model, the model’s ability to accurately predict 

group membership was 88.9%, χ2 (6) = 46.68, p < .001, Nagelkerke R2 = .696, indicating a 

15.6% improvement: 79.4% of the PGA symptom group membership was accurately predicted 

(32.3% improvement). Both the FSFI lubrication subscale, B = .592, SE = .16, Wald = 5.14, p = 

.023, and distress associated with lubrication, B = 1.46, SE = .43, Wald = 11.53, p = .001, 

significantly predicted group membership, such that fewer difficulties related to lubrication and 

greater distress associated with lubrication were associated with categorization in the control 

group. Distress with arousal, B = -.524, SE = .18, Wald = 8.28, p = .004, distress with orgasm, B 

= -.559, SE = .26, Wald = 4.59, p = .032, and distress with desire, B = -.370, SE = .17, Wald = 

4.89, p = .027, all significantly predicted group membership, such that greater amounts of 

distress in these domains were associated with categorization in the PGA symptom group.  

Predictors of Psychosocial Outcomes 

Correlations between symptom ratings (current distress and discomfort, average severity, 

and unwantedness of symptoms), and psychosocial outcomes (BDI, BAI, RAS, and FSFI 

Distress) for women in the PGA symptom group were undertaken (Appendix L). Higher ratings 

of distress with current symptoms were associated with greater depressive symptoms (r = .256, p 

= .030), and higher ratings of average severity of symptoms were associated with greater distress 

related to sexual functioning (r = .257, p = .032). No other associations among symptom ratings 

and psychosocial outcomes were significant (p’s > .05). Interestingly, catastrophizing of vulvar 

sensations was positively correlated with all symptom ratings, as well as with distress associated 

with sexual functioning, and depressive and anxiety symptoms (Table 4.6).  
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Table 4.6 

Correlations between Scores on the Pain Catastrophizing Scale (PCS) Modified for Vulvar Sensations, Symptom Ratings, and 

Psychosocial Outcomes within the Group of Women with Symptoms of Persistent Genital Arousal (n = 87) 

*p < .05; **p < .01; ***p < .001 
Note. Psychosocial outcomes included depressive symptoms (Beck Depression Inventory, BDI-II), anxiety symptoms (Beck Anxiety 
Inventory, BAI), sexual function (Female Sexual Function Index, FSFI), distress associated with FSFI subscales (FSFI Distress), and 
relationship satisfaction (Relationship Assessment Scale, RAS). 

 Discomfort 
with current 
symptoms 

Distress 
with 

current 
symptoms 

Average 
symptom 
severity 

Ratings of 
symptom 

unwantedness 

BDI-II BAI FSFI 
Total 

FSFI 
Distress 

RAS 

PCS Total Score          
 Pearson r .315** .400** .254* .306** .319** .473*** .149 .251* -.265 
 n 71 71 83 83 83 80 33 68 54 
PCS Rumination 
Subscale 

         

 Pearson r .293* .318** .189 .260* .150 .239* .297 .210 -.191 
 n 71 71 83 83 83 80 32 67 53 
PCS Magnification 
Subscale 

         

 Pearson r .125 .265* -.040 .203 .304** .523*** -.088 .205 -.248 
 n 71 71 84 84 84 81 32 67 53 
PCS Helplessness 
Subscale 

         

 Pearson r .345** .406*** .385*** .302** .350** .460*** .120 .217 -.257 
 n 71 71 84 84 84 81 33 68 54 
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In order to better understand the relationship among the subscales of catastrophizing, 

symptom ratings, and psychosocial outcomes, a series of additional post-hoc correlations were 

conducted. Higher scores on the rumination subscale of the PCS were associated with greater 

anxiety scores, and higher scores on the magnification and helplessness subscales were 

associated with greater depressive and anxiety symptom scores (Table 4.6). To further 

understand the association between catastrophizing and psychosocial outcomes, multiple 

regression models were developed with depressive and anxiety symptom severity as outcomes. 

The linear combination of magnification, rumination, and helplessness was significantly 

related to depressive symptoms, R2 = .165, adjusted R2 = .133, F(3, 77) = 5.09, p = .003. Only 

helplessness, B = .859, t(80) = 2.47, p = .016, significantly predicted depressive symptom scores; 

greater helplessness was related to greater depressive symptoms. The linear combination of 

magnification, rumination, and helplessness was significantly related to anxiety symptoms, 

R2 = .336, adjusted R2 = .310, F(3, 74) = 12.51, p < .001. Magnification, B = 1.81, t(77) = 3.23, p 

= .002, and helplessness, B = .90, t(77) = 2.44, p = .017, significantly predicted anxiety symptom 

scores: greater magnification and helplessness were related to greater anxiety symptoms.  

Considering Type I Error Rate 

Given the exploratory nature of this study, a large number of tests were run to generate 

hypotheses for future investigation. As such, the results should be interpreted cautiously, with  

consideration of Type I error rate. If Type I error occurs at a rate of 1 in 20, we would expect 

approximately 6 of the 115 tests conducted to incorrectly reject the null hypothesis assuming all 

the tests are independent of one another. In reality, of the 116 comparisons, 59 significant results 

were found. Notably, of the 10 comparisons related to the psychosocial functioning variables, 8 
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significant differences were found, with women in the PGA symptom group reporting 

significantly lower functioning. There were also many significant correlations among 

catastrophizing, symptom ratings, and psychosocial functioning (20 out of 36), highlighting the 

potentially large role of catastrophizing in PGA.  

Discussion 

The present study compared biopsychosocial factors (i.e., medical comorbidities, and 

psychosocial functioning) of age-matched women with and without symptoms of PGA. It also 

examined whether certain symptom factors (e.g., discomfort, severity) predicted poorer 

psychosocial functioning. Women in the PGA symptom group had more comorbid medical and 

pelvic/urogenital conditions—specifically, restless legs syndrome and other chronic pelvic pain 

conditions—than women without PGA symptoms. Women with PGA also reported greater 

depressive and anxiety symptoms, and lower relationship satisfaction than control women. 

Distress associated with sexual function predicted group membership (women with vs. without 

symptoms of PGA) above and beyond a traditional sexual function measure. Greater 

catastrophizing of vulvar sensations was significantly associated with poorer psychosocial 

outcomes for women with PGA. Specifically, helplessness significantly predicted depressive 

symptoms, while helplessness and magnification significantly predicted anxiety symptoms.  

Biological Factors 

These results confirm the presence of a number of common comorbidities documented in 

case studies of PGAD (Chapter 2). Previous research on women with vulvar pain has found that 

the presence of additional chronic pain comorbidities is related to feelings of isolation, 

invalidation, and poorer psychosocial outcomes (Lester et al., 2015; Nguyen et al., 2012; Reed et 
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al., 2016). The occurrence of multiple comorbidities may compound difficulties for women with 

PGA—but may also help identify them; thus, comorbidities in women presenting with symptoms 

of PGA should be carefully assessed in research and clinical settings. Future research should 

investigate whether different constellations of comorbid conditions occur with PGA to clarify 

whether subtypes exist. Subtypes of PGA—like vulvodynia subtypes (Goldstein et al., 2016)—

may be related to different etiologies, have a different impact on daily functioning and mental 

health, and respond differently to treatments.  

Psychological Factors 

In the present study, women with PGA symptoms reported concerning levels of depressive 

and anxiety symptoms, with over half experiencing some degree of recent suicidal ideation. This 

rate is more than twice that of women in the control group. High rates of suicidal ideation are 

often discussed with respect to this population (Goldstein, 2013); however, estimates of the 

frequency have not been previously clarified. The rate of suicidal ideation in the PGA group is 

considerably higher than published population prevalence rates. Casey and colleagues (2006) 

found that the prevalence of suicidal ideation (also defined by a non-zero score on item 9 of the 

BDI-II) across five countries ranged from 2.3% to 14.6%. Other studies have found similar 

ranges in international samples (Bertolote et al., 2005; Nock et al., 2008; Weissman et al., 1999). 

Suicidal ideation, however, is much more frequently reported in those with chronic conditions, 

such as those with chronic pain (lifetime prevalence rate of approximately 20%; Tang & Crane, 

2006), and with this study, PGA symptoms.  

Previous research reported that most women who meet some or all of the criteria for 

PGAD endorse that they carefully monitor their genital arousal symptoms (81.3%, n = 39 and 
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88.2%, n = 67, respectively, Leiblum, Seehuus, & Brown, 2007). In the present study, vulvar 

sensation catastrophizing was significantly associated with symptom distress, discomfort, 

severity, and unwantedness, as well as depressive and anxiety symptoms in women with PGA 

symptoms. Catastrophizing has been described as a problematic orientation to symptoms that is 

associated with an increased experience of symptoms and of emotional distress (Sullivan et al., 

2001). Catastrophizing of symptoms, anxiety, fear of pain, and hypervigilance have been found 

to predict pain with intercourse in women with provoked vestibulodynia (PVD), a form of 

vulvodynia (Desrochers, Bergeron, Khalife, Dupuis, & Jodoin, 2009).  

Taken together, these findings lend some support for Leiblum and Chivers’ (2007) theory 

that problematic PGA may result from adverse cognitive (e.g., catastrophizing) and affective 

appraisals (e.g., anxiety) of PGA symptoms. They theorized that anxiety about unwanted PGA 

symptoms may increase autonomic nervous system activity (including increased genital arousal) 

and cognitive narrowing (increased attention to arousal), creating a distressing cycle. However, 

in this sample, distress with symptoms was quite high (M = 6.97, Median = 8.00, Range: 0 to 10, 

where 0 = no distress and 10 = extreme distress), so we were unable to fully examine how 

women with non-distressing PGA symptoms respond to their arousal symptoms. 

Social Factors 

Sexual functioning. Women with symptoms of PGA reported significantly poorer 

overall sexual functioning, as well as poorer functioning in the domains of sexual arousal, 

orgasm, satisfaction, and pain as compared to the women in the control group. These results are 

similar to those of Leiblum and Seehuus (2009) who found that women with PGAD reported 

poorer sexual functioning as compared to previously published data on control women on all 
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domains, except desire. However, many women with symptoms of PGA in the present sample 

were excluded from the sexual function analyses, because they were not sexually active, did not 

have a partner, or did not engage in penetrative intercourse. Women with symptoms of PGA may 

avoid sexual activity for fear of triggering their symptoms; therefore, these results are not 

generalizable to all women with symptoms of PGA. In addition, although there were differences 

in sexual function between the groups, distress associated with sexual functioning appears to 

better identify women with PGA, rather than functioning difficulties themselves.  

Relationship satisfaction. In the current study, a third of the women in the PGA 

symptom group reported not currently being in a relationship. Those who were in relationships 

reported poorer relationship satisfaction than women without PGA symptoms. Hiller and Hekster 

(2007) presented a case report of a couples-based, cognitive-behavioural therapy (CBT) 

intervention for PGAD that substantially reduced symptoms and improved the sexual and 

emotional well-being of the couple. Interventions targeting relationships may be a fruitful 

treatment option for women with PGA. Indeed, a couples-based CBT approach was found to 

improve pain, sexual functioning, and psychosocial function in women with PVD (Corsini-Munt, 

Bergeron, Rosen, Mayrand, & Delisle, 2014). In addition, previous research on vulvodynia has 

found that partner responding can impact sexual functioning in both women and their partners 

(Rosen et al., 2014); thus, certain dyadic interactions may also be helpful or harmful for women 

with symptoms of PGA. Future research should seek to explore partner and dyadic factors in 

women with symptoms of PGA in order to better understand the interpersonal context within 

which PGA symptoms are experienced.  
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Limitations and Future Research 

Many of the limitations discussed in Chapter 3 also apply to the present study. Specific to 

this study, issues with the FSFI were encountered given the requirement of the questionnaire that 

women must have engaged in some sexual activity (solo or partnered) in the four weeks prior to 

completing it. In the present sample, a fifth of women with PGA symptoms (19.5%, n = 17) were 

not sexually active in the four weeks prior to completing the survey and over half (54.0%; n = 

47) had not engaged in any penetrative intercourse. Thus, the time restriction of the FSFI greatly 

limits the generalizability of these results to all women with PGA symptoms, and highlights the 

importance of future research to utilize a measure of sexual functioning that is not dependent on 

recent sexual activity with this group of women.  

Conclusions 

This study compared medical comorbidities and the impact of PGA symptoms on women’s 

psychosocial functioning in age-matched groups of women with and without symptoms of PGA. 

Women with PGA were found to have significantly more comorbid medical conditions, 

primarily comorbid idiopathic pelvic/urogenital pain conditions, restless legs syndrome, and 

overactive bladder. Women with PGA also reported greater depressive and anxiety symptoms, 

clinically significant catastrophizing of vulvar sensations, as well as poorer sexual and 

relationship functioning than women without PGA. More research is needed to identify to role of 

catastrophizing in the development and maintenance of PGA and its association with the 

problematic psychosocial outcomes reported by this population. PGA symptoms appear to have a 

significant impact on the psychological well-being of women. These results highlight the need 

for continued research in this area to improve identification and treatment for this population. 	  
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Chapter 5 

Is Persistent Genital Arousal a Subtype of Vulvodynia? A Comparison of Women with 

Symptoms of Persistent Genital Arousal, Painful Symptoms of Persistent Genital Arousal, 

and Vulvar Pain. 

Persistent genital arousal disorder (PGAD) is characterized by unwanted physiological 

sexual arousal in the absence of subjective arousal (Leiblum & Nathan, 2001, 2002). The 

symptoms of physiological sexual arousal last for hours, days, or are even constant, and do not 

remit with any behaviour (such as masturbation to orgasm/multiple orgasms) or over-the-counter 

remedies (Facelle et al., 2013; Leiblum, 2006). PGAD is often described as very distressing, and 

women report a substantial impact on psychosocial well-being. Indeed, the findings of Chapter 4 

indicate that women with symptoms of PGA experience significantly higher rates of suicidal 

ideation, depressive and anxiety symptoms, and catastrophizing related to their symptoms than 

women without symptoms of PGA.  

The literature on the etiology and treatment of PGAD is generally piecemeal, but there are 

some initial conceptual frameworks proposed for this condition. For example, Markos and 

Dinsmore (2013) compared the literature on PGAD and vulvodynia (unexplained, chronic vulvar 

pain). They found that PGAD and vulvodynia share a number of similar features: symptom 

presentation, unknown etiologies, lack of biological indicators, common comorbidities, and 

similar treatment response to overlapping therapeutic modalities. Markos and Dinsmore (2013) 

also noted a striking difference: whereas vulvar pain is the central symptom of vulvodynia, the 

sensation of being on the verge of orgasm is unique to PGAD. They acknowledge that this 
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difference may lead some to view PGAD as a sexual dysfunction rather than as a genital 

pain/discomfort condition. However, based on the number of similarities, they proposed that 

PGAD would be best considered as a subtype of vulvodynia (Markos & Dinsmore, 2013). They 

state that conceptualizing PGAD as a subtype of vulvodynia may result in better understanding 

of pathophysiological processes and access to treatments.  

Supporting this conceptualization, earlier research on PGAD by Leiblum and colleagues 

(2005) found that 35% of women described their PGA symptoms as painful. Recently, Pink and 

colleagues (2014) conducted interviews examining the experience of pain in 15 women with 

PGA symptoms and found that pain was a commonly reported symptom of PGA. Almost half of 

the women (46.7%, n = 7) reported allodynia (pain in response to a non-painful stimulus), 33.3% 

(n = 5) reported hyperalgesia (heightened pain sensitivity), and 20% (n = 3) reported burning 

sensations. Similarly, Waldinger, Venema, van Gils, and Schweitzer (2009) found that 83% of 

women surveyed about restless genital syndrome (an alternative name for PGAD) described their 

vulvar sensations with words typically used to describe painful conditions. Women with PGAD 

also report greater pain with intercourse as compared to women without PGA (Leiblum, 

Seehuus, & Brown, 2007). Results from Chapter 3 also indicate that 42.3% (n = 58/137) of 

women report painful PGA symptoms in the vulvar area.  

Although pain is a commonly reported feature of PGA symptoms, no studies to date have 

compared women with PGA symptoms to those with vulvodynia. Finding similarities between 

these two groups would lend support to a more pain- or discomfort- based classification of PGA 

symptoms. In addition, very few studies have explicitly recognized the presentation of pain in 
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women with symptoms of PGA. Thus, we included a third group—those with combined 

symptoms of PGA and vulvar pain—in this study.  

Research Goals and Questions 

The goal of the present study was to undertake an exploratory comparison of three groups 

of women (women with symptoms of PGA, women with painful symptoms of PGA, and women 

with vulvodynia) on biopsychosocial factors. The overarching question framing this study was: 

Do women with these different symptom profiles present with similar symptom characteristics 

and functional effects? Although it was expected that women in the three groups would not differ 

on several variables (i.e., comorbid medical conditions, symptom characteristics, symptom 

descriptions, and psychosocial outcomes), it was hypothesized that women in the PGA group 

would report significantly better sexual functioning than women in the painful PGA and 

vulvodynia groups, and that they would report a different constellation of symptom 

characteristics (i.e., more sensations of arousal and orgasm while the painful PGA and 

vulvodynia groups would report more painful symptoms).  

Methods 

Participants 

Inclusion criteria for this study were being: 1) female, 2) 18 years of age or older, and 3) 

fluent in English. Women in the PGA symptom endorsed the question: “Do you currently, or 

have you ever, experienced persistent feelings of arousal in your genitals?” Persistent arousal 

was defined as, “physical arousal (such as genital swelling, genital sensitivity, lubrication, nipple 

sensitivity and/or nipple swelling) that occurs for an extended period of time (such as hours or 

days)”. Women in the vulvodynia group endorsed the question “Do you currently, or have you 
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ever, experienced vulvar pain for a duration of 3 months or longer?” Vulvar pain was defined as 

“pain in the pubic area, labia majora, labia minora, urethra, and/or the vulvar vestibule—the 

opening of the vagina”. Women in the painful PGA symptom group endorsed both the presence 

of persistent genital arousal and the presence of vulvar pain. 	

A flow chart of the inclusion/exclusion of participants is outlined in the appendix 

(Appendix P), and is discussed in greater detail in the Data Considerations section. A total of 145 

participants were included in the analyses: 43 women in the PGA symptom group, 53 in the 

painful PGA symptom group and 49 in the vulvodynia group.  

Procedures 

The Queen’s University General Research Ethics Board approved this study (Appendix 

A). Study recruitment, procedures, and compensation for women with symptoms of PGA 

(painful or not) are outlined in Chapter 3. The subset of participants with PGA symptoms 

described in the current study was drawn from the same pool of participants described in 

Chapters 3 and 4. Women in the vulvodynia group were recruited using social media (i.e., 

Facebook, Twitter, YouTube), listservs (e.g., Reddit, National Vulvodynia Association, Vulvar 

Pain Society), and letters to health care providers (including doctors, psychologists, pelvic floor 

physiotherapists) and researchers who treat/study women with vulvodynia, and previous study 

participants at the Sexual Health Research Laboratory (Sex Lab) (Appendix B). Their 

compensation was the same as for the PGA symptom group. 

Measures 

Sociodemographic variables, medical history, and symptom characteristics.  
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All women provided information on sociodemographics, menopausal status, and birth and 

medical history (Chapter 3), as well as on their PGA or vulvar pain symptoms (e.g., age of 

onset). Women were also provided with a list of physical symptoms and asked to indicate which 

they experience with respect to their PGA or vulvar pain symptoms (Chapter 3). 

McGill Pain Questionnaire. Women in all three groups completed the McGill Pain 

Questionnaire (MPQ; Melzack, 1975) with respect to their vulvar sensations. The MPQ consists 

of 78 adjectives commonly used to describe types of pain. Total scores range from 0 to 78, with 

higher scores indicating greater pain intensity. Scores can be further examined in four subscales: 

sensory (e.g., burning, sore, stinging), affective (e.g., tiring, grueling, suffocating), evaluative 

(e.g., annoying, miserable, unbearable), and miscellaneous (e.g., cool, radiating, nagging).  

Psychosocial functioning. Women in all three groups completed validated measures of 

anxiety symptom severity (Beck Anxiety Inventory [BAI]; Beck et al., 1988), depressive 

symptom severity (Beck Depression Inventory–II [BDI-II]; Beck et al., 1996), catastrophizing of 

vulvar sensations (Modified Pain Catastrophizing Scale [PCS]; Sullivan et al., 1995), sexual 

function (Female Sexual Function Index [FSFI]; Rosen et al., 2000) and associated distress 

(FSFI Distress, see Chapter 4), and relationship satisfaction (Relationship Assessment Scale 

[RAS]; Hendrick et al.,1998) (Psychometric properties presented in Chapter 4).   

 With respect to the FSFI, the data from women who reported that they had not engaged in 

solitary/partnered sexual activity in the four weeks prior to completing the survey (PGA group, 

44.2%, n = 19; painful PGA group, 35.8%, n = 19; vulvodynia group, 20.4%, n = 10) were not 

included in the analyses of the arousal, lubrication, orgasm, satisfaction subscales, or the total 

scale scores. Similarly, women who did not attempt intercourse in the past four weeks were 
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excluded from the pain subscale analyses. As outlined by Meyer-Bahlburg and Dolazal (2007), 

including ‘0’ scores for women who did not attempt intercourse may inaccurately deflate scores; 

therefore, such scores were coded as missing values. Within the PGA group, 32.6% (n = 14), 

within the painful PGA group, 52.8% (n = 28), and within the vulvodynia group, 61.2% (n = 30) 

of women were included in the pain subscale analysis.  

Functional Status Questionnaire. The Functional Status Questionnaire (FSQ; Jette et al., 

1986) is a 34-item self-report questionnaire of the impact of health concerns on physical, 

psychological, and social/role function. The questionnaire consists of 6 subscales: basic and 

intermediate activities; mental health; work performance; social activity; and quality of 

interaction. A score out of 100 is calculated for each subscale, where higher scores indicate 

higher functioning. Clinical cut off values are available which indicate ‘warning zones’ for each 

subscale: basic activities of daily living (87); intermediate activities of daily living (77); 

psychological function (70); work performance and social activities, (78) and quality of 

interactions (69) (McDowell, 2006). The FSQ has acceptable internal consistency (α’s ranged 

from .64 to .82; Jette et al., 1986). 

Internal reliabilities for the present sample are presented in in the appendix (Appendix Q). 

Group comparisons were not conducted on the FSQ quality of interactions subscale given the 

poor Cronbach’s alpha level for the painful PGA symptom group (.50, George & Mallery, 2003).  

Other scale/subscale reliabilities ranged .69 to .99. 
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Results 

Statistical Considerations 

Women with PGA symptoms, painful PGA symptoms, and vulvodynia were compared on 

symptom characteristics, medical history, and psychosocial functioning. Chi-squared tests of 

independence were conducted to determine differences between groups on categorical variables, 

with Cramér’s V provided as a measure of association. Analysis of covariance (ANCOVA) was 

used for between-group analyses of continuous variables, controlling for age, with effect sizes 

presented as partial eta squared (ηp
2), following the general guidelines of small (ηp

2 = .01), 

medium (ηp
2 = .09), and large (ηp

2 = .25) effect sizes (Cohen, 1988). Bonferroni post-hoc tests 

followed a significant ANCOVA. Finally, a multinomial logistic regression with group 

membership (PGA symptoms, painful PGA symptoms, and vulvodynia) as the outcome variable 

was conducted. Psychosocial variables that differed between the groups were added as predictors 

in the multinomial logistic regression.  

Data Considerations 

Before data cleaning the data from certain participants were removed from the dataset 

(Appendix P). Of those who visited the website (N = 1,488), 1,056 did not provide consent. Of 

the 432 who did consent, 42 did not proceed past the consent page, 2 were excluded because the 

individual was not biologically female, 3 were excluded due to a pattern of falsified responses, 

and 203 did not complete the survey. To prevent the analysis of duplicate data, all datasets were 

screened based on age, location, and user response information. Thirty-seven duplicates were 

identified. The entry that was more complete was retained for analysis (or if both entries were 

equally complete, the more recent entry was retained). In total, 43 women in the PGA symptom 
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group, 53 women in the painful PGA symptom group, and 49 women in the vulvodynia group 

completed the full survey.  

The same approaches to data cleaning, missing values, and checking assumptions were 

undertaken for this study as outlined in Chapter 3. Similarly, a decline response option (‘DR’) 

was provided for every question, and thus sample sizes differ between questions.  Analyses, 

conducted using IBM Statistical Package for the Social Sciences (SPSS) Version 21, were then 

performed on the transformed and non-transformed variables. The basic activities and social 

activity subscales of the FSQ were both negatively skewed, and a ‘reflect and inverse’ and a 

‘reflect and square root’ transformation was performed on each, respectively. As results from the 

transformed and non-transformed analyses were similar, the non-transformed results are 

presented for ease of interpretation. Alpha values were set at p ≤ .05.  

Alpha considerations. The present study was an exploratory comparison of women with 

PGA, painful PGA, and vulvodynia symptoms. No alpha corrections (i.e., Bonferroni) were 

undertaken. Due to the large number of tests conducted, the probability of Type I error (rejecting 

a true null hypothesis) is increased; however, the purpose of this study was to generate 

hypotheses for future research. By correcting alpha, the trade-off is an increased probability of 

Type II error (retaining a false null hypothesis; Pernerger, 1998), which could result in 

neglecting a potentially fruitful line of future research. As such, the results should be interpreted 

with caution, and significant findings will require further replication and investigation.  

Sociodemographics 

There were significant differences in age between participants in the PGA symptom group 

(M = 48.3 years, SD = 16.4), painful PGA symptom group (M = 46.5 years, SD = 13.7), and 
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vulvodynia group (M = 39.6 years, SD = 12.4), F(2, 142) = 4.95, p = .008, ηp
2 = .065. 

Specifically, women in the vulvodynia group were significantly younger than women in both the 

PGA group (p = .012) and the painful PGA group (p = .046). Age was used as a covariate in all 

subsequent ANCOVAs. Sociodemographic information is presented in Table 5.1.  

Table 5.1 

Sociodemographic variables.  

 PGA Painful 
PGA 

Vulvodynia    

 % (n) % (n) % (n) Pearson 
χ2 

p 
value 

Cramér’s 
V 

Current Location       
 Canada 11.6 (5) 9.4 (5) 16.3 (8) 17.69 .221 .247 
 United States 53.5 (23) 73.6 (39) 65.3 (32)  
 Western Europe 16.3 (7) 15.1 (8) 12.2 (6)  
 Other 18.6 (8) 1.9 (1) 6.1 (3)  
 DR 0 (0) 0 (0) 0 (0)  
Culture       
 Canadian 9.5 (4) 9.4 (5) 16.3 (8) 25.50 .379 .298 
 American 50.0 (21) 62.3 (33) 63.3 (31)  
 Western European 16.7 (7) 13.2 (7) 8.2 (4)  
 Other 25.6 (11) 15.1 (8) 12.2 (6)  
 DR 2.3 (1) 0 (0) 0 (0)  
Native Language       
 English 73.2 (30) 83.0 (44) 95.9 (47) 9.27 .055 .180 
 French 4.9 (2) 3.8 (2) 0 (0)  
 Other 22.0 (9) 13.2 (7) 4.1 (2)  
 DR 4.7 (2) 0 (0) 0 (0)  
Current Religious Affiliation       
 Catholic 14.6 (6) 18.0 (9) 8.2 (4) 27.28 .128 .312 
 Christian 24.4 (10) 30.0 (15) 4.3 (7)  
 Spiritual, no label 9.8 (4) 14.0 (7) 14.3 (7)  
 None/Atheist 32.6 (14) 22.6 (12) 53.1 (26)  
 Other 16.7 (7) 13.2 (7) 10.2 (5)  
 DR 4.9 (2) 5.7 (3) 0 (0)  
Education       
 Some high school or high 

school graduate 
7.0 (3) 15.1 (8) 2.0 (1) 18.96 .166 .257 

 Trade school 0 (0) 1.9 (1) 6.1 (3)  
 Some college/undergraduate 

courses or 
44.2 (19) 39.6 (21) 53.1 (26)  
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college/undergraduate degree 
 Some graduate 

school/professional training or 
graduate/professional degree 

48.8 (21) 41.5 (22) 38.8 (19)  

 DR 0 (0) 1.9 (1) 0 (0)  
Occupation       
 Employed full-time 26.2 (11) 26.4 (14) 49.0 (24) 32.02 .043 .333 
 Employed part-time 23.8 (10) 22.6 (12) 10.2 (5)  
 Unemployed 7.1 (3) 5.7 (3) 16.3 (8)  
 Retired 23.8 (10) 17.0 (9) 2.0 (1)  
  Student (full or part-time) 7.0 (3) 7.5 (4) 8.2 (4)  
 On disability/medical leave or 

seeking disability 
4.7 (2) 11.3 (6) 8.2 (4)  

 Other 7.0 (3) 9.4 (5) 6.1 (3)  
 DR 2.3 (1) 0 (0) 0 (0)  
Household Income (US dollars)       
 <$60,000 53.5 (23) 45.3 (24) 40.8 (20) 18.51 .778 .280 
 >$60,000 23.3 (10) 35.8 (19) 44.9 (22)  
 DR 23.3 (10) 18.9 (10) 14.3 (7)  
Relationship Status       
 Single 46.5 (20) 22.6 (12) 14.3 (7) 20.29 .062 .265 
 Dating 7.0 (3) 11.3 (6) 22.4 (11)  
 Living with 

partner/Married/Common Law 
46.5 (20) 64.2 (34) 63.3 (31)  

 DR 0 (0) 1.9 (1) 0 (0)  
Partner’s Gender       
 Woman 0 (0) 0 (0) 4.1 (2) 15.88 .014 .234 
 Man 58.1 (25) 79.2 (42) 81.6 (40)  
 Not Applicable (no partner) 41.9 (18) 18.9 (10) 14.3 (7)  
 DR 0 (0) 1.9 (1) 0 (0)  
Sexual Orientation       
 Heterosexual 83.3 (35) 86.3 (44) 73.5 (36) 14.92 .135 .229 
 Gay/Lesbian 0 (0) 0 (0) 4.1 (2)  
 Bisexual 9.5 (4) 7.8 (4) 20.4 (10)  
 Asexual 7.1 (3) 3.9 (2) 0 (0)    
 Other 0 (0) 2.0 (1) 2.0 (1)  
 DR 2.3 (1) 3.8 (2) 0 (0)    
Recruitment Source	       
	 Word of mouth/Past 

participant 
7.0 (3) 17.0 (9) 53.1 (26) 96.85 .817 < .001 

	 Website Ad/ Newspaper/ 
Poster/Listserv 

11.6 (5) 7.8 (4) 22.4 (11)    

	 Health care provider 2.3 (1) 0 (0) 0 (0)    
	 Support group 69.8 (30) 56.6 (30) 12.2 (6)    
	 Social media (Reddit, 

Facebook, YouTube) 
4.7 (2) 17.0 (9) 12.2 (6)    

	 Google search 4.7 (2) 1.9 (1) 0 (0)    
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	 DR 0 (0) 0 (0) 0 (0)    
Note. With regards to relationship status, when the chi-squared test was run only on women with 
partners, there was no significant difference in partner gender across the three groups, χ2 (2) = 
3.25, p = 1.97. PGA refers to ‘persistent genital arousal’.  
	

Menopausal status and birth history. One participant in the vulvodynia group was 6 

months pregnant at the time of the survey. Other information is presented in Table 5.2.  

Table 5.2 

Menopausal Status and Birth History.  

 PGA Painful PGA Vulvodynia  	  
 % (n) % (n) % (n) Pearson 

χ2 
p 

value	
Cramér’s V  

Menopausal status 	 	 	 	 	 	
 Post-menopausal 21.6 (8) 20.0 (10) 14.3 (7) 4.37 

 
.822	 .127 

 Chemical/surgical 
menopause 

23.4 (10) 24.5 (13) 18.4 (9) 	

 Peri-menopausal 2.7 (1) 8.0 (4) 10.2 (5) 	
 Pre-menopausal 48.6 (18) 46.0 (23) 57.1 (28) 	
 DR 14.0 (6) 5.7 (3) 0 (0) 	
Pregnancies     	  
 None 45.0 (18) 33.3 (16) 51.1 (23) 16.35 

 
.429	 .248 

 1 or more 51.2 (22) 64.2 (34) 44.9 (22) 	
 DR 7.0 (3) 9.4 (5) 8.2 (4) 	
Parity     	  
 Nonparous 47.6 (20) 42.0 (21) 59.1 (26) 2.80 

 
.246	 .144 

 Parous 52.4 (22) 58.0 (29) 40.9 (18) 	
 DR 2.3 (1) 5.7 (3) 10.2 (5) 	

Note. PGA refers to ‘persistent genital arousal’.  
	
Medical History 

There was a significant effect of symptom group on the number of comorbid medical 

conditions, controlling for age, F(2, 141) = 5.78, p = .004, ηp
2 = .076 . Specifically, women with 

painful PGA symptoms reported more comorbid medical conditions (M = 2.57, SD = 2.18) than 

women with PGA symptoms (M = 1.51, SD = 1.65, p = .006) and vulvodynia symptoms (M = 

1.51, SD = 1.65, p = .041). A full list of medical conditions is presented in Appendix R.  
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There was also a significant effect of symptom group on the number of comorbid 

pelvic/urogenital conditions, controlling for age, F(2, 141) = 6.54, p = .002, ηp
2 = .085. Women 

with PGA symptoms reported significantly fewer comorbid pelvic/urogenital conditions (M = 

2.30, SD = 1.66) than women with painful PGA symptoms (M = 3.81, SD = 3.55, p = .022) or 

vulvodynia (M = 4.08, SD = 2.68, p = .002). Follow-up tests (Table 5.3) indicated that all three 

groups frequently reported chronic pelvic/urogenital pain conditions (i.e., chronic pelvic pain, 

irritable bowel syndrome) and pelvic floor muscle dysfunction. Significantly more women with 

vulvodynia reported diagnoses of provoked vestibulodynia, generalized vulvodynia, and 

vaginismus, and more women with painful PGA reported a diagnosis of pudendal neuralgia.   

Table 5.3 

Comorbid Pelvic/Urogenital Conditions Diagnosed by a Health Care Provider in Women with 

PGA Symptoms (n = 43), Painful PGA Symptoms (n = 53) and Vulvodynia (n = 49).  

 PGA Painful 
PGA 

Vulvodyn
ia 

   

 % (n) % (n) % (n) Pearson 
χ2 

p 
value 

Cramér’s 
V 

Chronic Constipation 11.6 (5) 18.9 (10) 10.2 (5) 1.85 .397 .113 
Chronic Pelvic Pain 11.6 (5) 30.2 (16) 24.5 (12) 4.78 .092 .182 
Endometriosis 7.0 (3) 18.9 (10) 14.3 (7) 2.83 .242 .140 
Dysmenorrhea 2.3 (1) 9.4 (5) 12.2 (6) 3.12 .211 .147 
Generalized Vulvodynia 0 (0) 22.6 (12) 32.7 (16) 16.27 < .001 .335 
Hypersexuality 11.6 (5) 3.8 (2) 0 (0) 6.94 .031 .219 
Interstitial Cystitis/Painful Bladder 
Syndrome 

4.7 (2) 24.5 (13) 10.2 (5) 8.69 .013 .245 

Irritable Bowel Syndrome 30.2 (13) 34.0 (18) 22.4 (11) 1.69 .430 .108 
Lichen Sclerosus 0 (0) 0 (0) 8.2 (4) 8.06 .018 .236 
Lichen Planus 0 (0) 0 (0) 0 (0) --- --- --- 
Over-active Bladder 18.6 (8) 15.1 (8) 6.1 (3) 3.43 .180 .154 
Pelvic Congestion Syndrome 2.3 (1) 3.8 (2) 0 (0) 1.81 .405 .112 
Pelvic Floor Muscle Dysfunction 11.6 (5) 26.4 (14) 32.7 (16) 5.77 .056 .199 
Pelvic Inflammatory Disease 4.7 (2) 5.7 (3) 4.1 (2) .142 .931 .031 
Polycystic Ovary Syndrome 2.3 (1) 7.5 (4) 4.1 (2) 1.50 .473 .102 
Pudendal Nerve Entrapment 4.7 (2) 1.9 (1) 2.0 (1) .818 .664 .075 
Pudendal Neuralgia 16.3 (7) 24.5 (13) 6.1 (3) 6.47 .039 .211 
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Provoked Vestibulodynia 0 (0) 15.1 (8) 61.2 (30) 49.73 < .001 .586 
Urinary tract infections (<3 per year) 37.2 (16) 26.4 (14) 32.7 (16) 1.31 .520 .095 
Urinary tract infections (>3 per year) 4.7 (2) 15.1 (8) 10.2 (5) 2.79 .247 .139 
Uterine Fibroids 4.7 (2) 17.0 (9) 10.2 (5) 3.73 .155 .160 
Vaginismus 2.3 (1) 5.7 (3) 26.5 (13) 15.93 < .001 .331 
Vulvovaginal bacterial infection 2.3 (1) 15.1 (8) 16.3 (8) 5.26 .072 .190 
Yeast infections (<3 per year) 32.6 (14) 26.4 (14) 38.8 (19) 1.78 .411 .111 
Yeast infections (>3 per year) 7.0 (3) 13.2 (7) 22.4 (11) 4.54 .104 .177 
None of the above 18.6 (8) 11.3 (6) 2.0 (1) 6.86 .032 .218 

Note. PGA refers to ‘persistent genital arousal’. 
 
Symptom Characteristics 

 Similar proportions of women in each group reported that their symptoms have been 

lifelong (Table 5.4). Of those with a later onset, there was no significant difference in age of 

onset between women with PGA (M = 40.0 years, SD = 16.0, n = 37), painful PGA (M = 38.5 

years, SD = 14.2, n = 47) and vulvodynia (M = 31.0 years, SD = 13.41, n = 44), F(2, 124) = .929, 

p = .397, ηp
2 = .015. Other similarities appear among these groups as well (e.g., sudden or 

gradual onset). In the painful PGA group, the majority of women stated their PGA symptoms 

started before their vulvar pain (47.2%, n = 25) and a quarter stated their vulvar pain symptoms 

started first (24.5%, n = 13). 

Table 5.4 

A Comparison of Temporal Symptom Features, between Women with PGA Symptoms (N = 43), 

Painful PGA Symptoms, (N = 53) and Vulvodynia (N = 49).  

 PGA Painful 
PGA 

Vulvodynia    

 % (n) % (n) % (n) Pearson 
χ2 

p 
value 

Cramér’s 
V 

Age of onset       
 Always present 11.6 (5) 9.4 (5) 10.2 (5) .125 .940 .029 
 Secondary onset 88.4 (38) 90.6 (48) 89.8 (44)  
 DR 0 (0) 0 (0) 0 (0)  
Symptom start       
 Sudden 67.4 (29) 58.5 (31) 46.9 (23) 5.11 .276 .137 
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 Gradual 27.9 (12) 32.1 (17) 46.9 (23)  
 DR 4.7 (2) 9.4 (5) 6.1 (3)  
Temporal pattern       
 Constant 53.5 (23) 54.7 (29) 53.1 (26) .004 .998 .006 
 Intermittent 44.2 (19) 45.3 (24) 42.9 (21)  
 DR 2.3 (1) 0 (0) 4.1 (2)  
Which symptoms 
started first? 

      

 PGA --- 47.2 (25) --- --- --- --- 
 Vulvodynia --- 24.5 (13) --- --- --- --- 
 Same time --- 15.1 (8) --- --- --- --- 
 Unsure --- 13.2 (7) --- --- --- --- 
 DR --- 0 (0) --- --- --- --- 
Note. PGA refers to ‘persistent genital arousal’.  
 

Physical symptom characteristics. Participants indicated what physical symptoms best 

describe their PGA (PGA and painful PGA groups) or vulvar pain (vulvodynia group; Table 5.5). 

Women in the PGA symptom group endorsed arousal and orgasm symptoms, whereas women 

with vulvodynia almost exclusively endorsed urinary and pain symptoms. Women in the painful 

PGA symptom group endorsed a mix of symptoms across all domains.  

Pain sensations. There was a significant effect of symptom group on overall ratings of 

pain sensations, controlling for age, F(2, 139) = 5.46, p = .005, ηp
2  = .073 (Table 5.6). Women 

with PGA reported significantly lower scores on the MPQ than the painful PGA or vulvodynia 

groups, who reported similar scores. All three groups responded similarly to the evaluative item 

(from 1 = annoying to 5 = unbearable), the pain intensity item (from 1 = mild to 5 = 

excruciating), and the miscellaneous items (e.g., tearing, freezing, piercing). However, the 

vulvodynia group reported the highest endorsement of the sensory subscale (e.g., pounding, 

shooting), and women in the painful PGA symptom group reported the highest endorsement of 

the affective subscale (e.g., terrifying, killing). A graphical representation of group responses to 

each question on the MPQ is provided in Appendix S.  
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Table 5.5 

Physical Symptoms Endorsed Women with PGA symptoms (n = 43), Painful PGA Symptoms (n = 53) and Vulvodynia (n = 49) 

  PGA Painful PGA Vulvodynia    
Symptom Category % (n) % (n) % (n) Pearson χ2 p value Cramér’s V 
Arousal Symptoms       
 Persistent sense of genital arousal 93.0 (40) 81.1 (43) 0 (0) 100.45 < .001 .832 
 Persistent sense of arousal 69.8 (30) 60.4 (32) 0 (0) 56.1 < .001 .622 
 Clitoral “sensitivity” when touched 58.1 (25) 69.8 (37) 36.7 (18) 11.48 .003 .281 
 Clitoral “erection” 41.9 (18) 47.2 (25) 0 (0) 31.52 < .001 .466 
 Vaginal lubrication 41.9 (18) 37.7 (20) 14.3 (7) 9.89 .007 .261 
 Persistent clitoral arousal 34.9 (15) 34.0 (18) 0 (0) 21.82 < .001 .388 
 Clitoral erection without arousal 27.9 (12) 28.3 (15) 0 (0) 16.94 < .001 .342 
 Sense of something in your vagina all the time 20.9 (9) 15. (8) 8.2 (4) 3.04 .219 .219 
 Erect nipples 30.2 (13) 22.6 (12) 4.1 (2) 11.23 .004 .278 
 Sense of something in your vagina during some 

activities only 
9.3 (4) 17.0 (9) 4.1 (2) 4.64 .098 .179 

Urinary Symptoms 
 Urinary urgency (sudden urge to urinate) 41.9 (18) 56.6 (30) 32.7 (16) 6.05 .049 .204 
 Urinary frequency (the need to urinate more often 

than usual) 
41.9 (18) 56.6 (30) 38.8 (19) 3.72 .156 .160 

Orgasm Symptoms 
 The feeling that you are on the verge of an orgasm, 

with genital sensations 
67.4 (29) 60.4 (32) 0 (0) 54.23 < .001 .321 

 Involuntary vaginal contractions without orgasm 53.5 (23) 47.2 (25) 12.2 (6) 20.19 < .001 .373 
 Relief of symptoms with an orgasm 30.2 (13) 18.9 (10) 2.0 (1) 13.50 .001 .305 
 The feeling that you are on the verge of an orgasm, 

but without genital symptoms 
32.6 (14) 20.8 (11) 2.0 (1) 14.95 .001 .612 

 Spontaneous orgasm 25.6 (11) 26.4 (14) 0 (0) 15.42 < .001 .326 
 Orgasm without clitoral erection 20.9 (9) 9.4 (5) 0 (0) 11.51 .003 .282 
Pain Symptoms       
 Pain in the vulva at rest 7.0 (3) 54.7 (29) 61.2 (30) 32.42 < .001 .473 
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 Clitoral pain at rest 11.6 (5) 35.8 (19) 16.3 (8) 9.52 .009 .256 
 Pain with sexual intercourse 4.7 (2) 32.1 (17) 81.6 (40) 58.81 < .001 .637 
 Clitoral pain when it is touched 7.0 (3) 35.8 (19) 16.3 (8) 12.92 .002 .298 
 Pain in the vulva with contact 2.3 (1) 37.7 (20) 77.6 (38) 54.00 < .001 .610 
 Urinary pain (pain with urination) 4.7 (2) 22.6 (12) 14.3 (7) 6.21 .045 .207 
 Anorectal (anus and rectum) pain 4.7 (2) 15.1 (8) 20.4 (10) 4.90 .086 .184 

Note. PGA refers to ‘persistent genital arousal’.  

 

 

Table 5.6 

A Comparison of Self-Reported Pain Sensations between Women with PGA Symptoms (N = 43), Painful PGA Symptoms (N = 53) and 

Vulvodynia (N = 49) 

 PGA Painful PGA Vulvodynia    
 n M (SD) n M (SD) n M (SD) F 

statistic 
p value ηp

2 

MPQ 41 28.61 (10.33)* § 53 36.51 (13.45)* 49 35.49 (13.09) § 5.46 .005 .073 
 Sensory Subscale 38 12.26 (5.06)* §  53 16.92 (6.19) * 49 18.78 (7.80) §  10.99 < .001 .139 
 Affective Subscale 38 5.97 (3.57) 45 7.11 (3.58)* 40 5.20 (3.10)* 4.87 .009 .076 
 Evaluative Item 39 3.46 (1.50) 52 3.54 (1.39) 49 3.00 (1.31) 1.40 .250 .020 
 Miscellaneous Items 40 5.85 (2.82) 48 7.40 (3.55) 47 6.60 (3.13) 2.55 .082 .037 
 Pain Intensity Item 34 3.26 (.99) 52 3.44 (.94) 48 3.21 (.99) .48 .620 .007 

*, § indicates Bonferroni post-hoc test significant at p < .05. 
Note. Pain associated with vulvar sensations was measured using the McGill Pain Questionnaire (MPQ). PGA refers to ‘persistent 
genital arousal’ 
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Table 5.7 

A Comparison of Self-Reported Depressive Symptoms, Anxiety Symptoms, and Catastrophizing of Vulvar Sensations between Women 

with PGA Symptoms (N = 43), Painful PGA Symptoms (N = 53) and Vulvodynia (N = 49). 

 PGA Painful PGA  Vulvodynia   	
 N M (SD) N M (SD) N M (SD) F 

statistic 
p value ηp

2	

BDI 43 17.63 (11.52) 52 20.70 (11.67) 49 16.72 (11.40) 2.72 .069 .037 
BAI 41 17.88 (14.01) § 50 19.86 (12.89)* 48 12.38 (8.76)* § 6.82 .002 .092 
Modified - PCS 39 30.28 (10.98) 53 30.38 (13.74) 49 24.39 (12.18) 3.09 .049 .043 
 Rumination  39 10.21 (3.92) 53 10.06 (4.84) 49 9.04 (4.34) .43 .653 .006 
 Magnification 41 5.00 (3.36) 52  5.96 (3.46)* 49 4.34 (3.06)* 3.31 .039 .046 
 Helplessness 40 15.08 (5.73) § 53 14.36 (6.86)* 49 11.00 (6.11)* § 4.98 .008 .067 

*, § indicates Bonferroni post-hoc test significant at p < .05. 
Note. Depressive symptoms were measured using the Beck Depression Inventory – II (BDI-II), anxiety symptoms were measured 
using the Beck Anxiety Inventory (BAI), and catastrophizing of vulvar sensations was measured using a modified version of the Pain 
Catastrophizing Scale (PCS). PGA refers to ‘persistent genital arousal’. 
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Psychosocial Factors 

There was no significant difference in depressive symptoms across all three groups (Table 

5.7). However, there was an effect of symptom group on anxiety symptoms (controlling for age),  

F(2, 135)= 6.82, p = .002, ηp
2 = .092. Women in the PGA and painful PGA symptom groups 

reported significantly greater anxiety symptoms than women in the vulvodynia symptom group. 

There were also differences across groups on self-reported catastrophizing of vulvar sensations, 

F(2, 137)= 3.09, p = .049, ηp
2 = .043. Women in the PGA and painful PGA groups reported 

levels of catastrophizing above the cut-off score of 30, indicating clinically significant 

catastrophizing (Sullivan et al., 1995). The painful PGA symptom group reported significantly 

greater magnification of symptoms as compared to the vulvodynia group, whereas both the PGA 

and painful PGA groups reported significantly higher helplessness than women in the vulvodynia 

group. There were no significant differences in rumination among the three symptom groups.  

Suicidal ideation in the four weeks prior to the survey (a non-zero score on item 9 of the 

BDI-II) ranged from 24.5% for the vulvodynia group to 55.8% for the PGA group (Table 5.8). 

Approximately half of women in both PGA symptom groups reported that their depressive and 

anxiety symptoms started prior to their PGA symptoms, as compared to 26.5% (with respect to 

depressive symptoms) and 34.7% (with respect to anxiety symptom) of women in the vulvodynia 

group. This difference, however, was not significantly different. 
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Table 5.8 

Retrospective Account of when Depressive and Anxiety Symptoms Started with Respect to 

PGAD/Vulvodynia Symptoms, and Endorsement of Item 9 on the Beck Depression Inventory – II 

Indicating Suicidal Ideation.  

 PGA Painful PGA Vulvodynia    
 % (n) % (n) % (n) Pearson 

χ2 
p value Cramér’s 

V 
Suicidal Ideation       
 Yes 55.8 (24) 45.3 (24) 24.5 (12) 9.58 .008 .260 
 No 44.2 (19) 50.9 (27) 73.5 (36)  
 DR 0 (0) 3.8 (2) 2.0 (1)  
Depression started…       
 Before symptoms 42.9 (18) 42.3 (22) 26.5 (13) 5.02 .542 .132 
 After symptoms 23.8 (10) 28.8 (15) 36.7 (18)  
 I do not experience 

depression 
26.2 (11) 25.0 (13) 26.5 (13)  

 Unsure 7.1 (3) 3.8 (2) 10.2 (5)  
 DR 2.3 (1) 1.9 (1) 0 (0)  
Anxiety started…       
 Before symptoms 50.0 (21) 56.6 (30) 34.7 (17) 11.70 .069 .285 
 After symptoms 26.2 (11) 34.0 (18) 30.6 (15)  
 I do not experience 

anxiety 
11.9 (5) 5.7 (3) 12.2 (6)  

 Unsure 11.9 (5) 3.8 (2) 22.4 (11)  
 DR 2.3 (1) 0 (0) 0 (0)  

Note. PGA refers to ‘persistent genital arousal’ 
 
Social Factors 

Women in all three groups reported that their respective symptoms had a negative impact 

on their psychological function and social activity (scores falling below the clinical cut-offs 

indicating functional difficulties), and these scores did not differ significantly across the groups 

(Table 5.9). Women with PGA and painful PGA symptoms reported scores that fell below the 

clinical cut-off on all domains of daily functioning except basic activities of daily living.  

There was a significant impact of symptom group on sexual functioning, while controlling 

for age, F(2, 60) = 9.05, p < .001, ηp
2 = .232. Follow-up tests indicated women in the vulvodynia 

group reported significantly poorer sexual functioning than women in both PGA symptom 
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Table 5.9 

Daily Functioning, Sexual Functioning, and Relationship Satisfaction in Women with PGA Symptoms (n = 43), Painful PGA 

Symptoms (n = 53) and Vulvodynia (n = 49). 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

*, § indicate Bonferroni post-hoc test significant at p < .05. 
Note. ADL refers to ‘activities of daily living’. Daily functioning was measured using the Functional Status Questionnaire (FSQ), 
sexual functioning was measured using the Female Sexual Function Index (FSFI), distress associated with each domain of sexual 
functioning was totaled to create the FSFI Distress score, and relationship satisfaction was measured using the Relationship 
Assessment Scale (RAS). PGA refers to ‘persistent genital arousal’. 

 PGA Painful PGA  Vulvodynia    
 n M (SD) n M (SD) n M (SD) F 

statistic 
p value ηp

2 

FSQ          
 Basic ADL 42 93.39 (14.94) 50 90.00 (17.28) 49 93.42 (16.50) .65 .522 .009 
 Intermediate 

ADL 
35 85.40 (17.41)* 46 70.53 (26.65)* 45 80.12 (24.17) 4.41 .014 .067 

 Psychological 
Function 

42 53.81 (19.08) 52 52.23 (19.20) 48 57.42 (19.71) 1.98 .142 .028 

 Work 
Performance 

24 71.30 (20.31) 30 61.30 (22.00)* 31 82.62 (16.46)* 9.24 < .001 .186 

 Social Activity 30 71.48 (31.28) 44 65.15 (28.21) 38 81.87 (28.47) 2.32 .104 .041 
 Quality of 

Interaction 
42 64.67 (20.53) 52 58.62 (16.01) 48 68.33 (18.39) --- --- --- 

FSFI Total Score 11 28.54 (3.54) § 24 25.83 (5.56)* 29 21.41 (5.96)* § 9.05 < .001 .232 
 Desire 41 3.51 (1.70)* 53 2.92 (1.57) 49 2.79 (1.31)* 3.46 .034 .047 
 Arousal 22 4.40 (1.84) 34 4.18 (1.53) 39 3.82 (1.34) 1.57 .215 .033 
 Lubrication 24 4.88 (1.54)* 30 4.69 (1.54) 38 3.95 (1.58)* 4.14 .019 .086 
 Orgasm 24 4.45 (1.67) 34 4.40 (1.41) 39 3.82 (1.75) 1.68 .191 .035 
 Satisfaction 16 3.78 (1.74) 28 3.94 (1.41) 33 3.67 (1.38) .27 .762 .007 
 Pain 14 5.29 (.94) § 28 4.70 (1.44)* 30 2.77 (1.44) * § 20.66 < .001 .378 
FSFI Distress  37 18.57 (12.98) 38 21.29 (14.46) 35 24.40 (14.02) 1.92 .152 .035 
RAS 21 26.45 (7.81) 39 26.28 (6.39) 39 27.98 (5.87) .65 .527 .013 
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groups. The mean score of the PGA group was above the clinical-cut off of the FSFI total score 

of 26.55 (Weigel et al., 2005); however, the other two groups fell below the cut-off, indicating 

clinically significant sexual dysfunction. Interestingly, there were no differences in sexual 

distress ratings or relationship satisfaction across the three groups. 

Predicting Group Membership 

 A multinomial logistic regression was conducted to assess prediction of group 

membership (PGA, painful PGA, vulvodynia) based on the biopsychosocial variables that 

significantly differed among the three groups (i.e., number of comorbid medical conditions, 

number of comorbid pelvic/urogenital conditions, MPQ total score, PCS total score, BAI score, 

and the FSFI desire subscale4).  

 There was good model fit (discrimination among the groups) on the basis of the six 

predictors, χ2(252, N = 134) = 806.25, p = .983, using a deviance criterion, Nagelkerke R2 = .44. 

Overall classification was somewhat unimpressive. On the basis of the six predictors, 55.9% of 

women with PGA symptoms, 58.8% of women with painful PGA symptoms, and 69.4% of 

women with vulvodynia symptoms were correctly classified. Tables 5.10 and 5.11 show the 

logistic regression coefficients and Chi-square tests of their significance as well as odds ratios, 

and the 95% confidence interval.  

Older age, higher FSFI desire scores (where higher scores indicate better functioning), 

and higher BAI scores (more anxiety symptoms) were significant predictors of membership in 

the PGA group, whereas increasing pelvic/urogenital conditions and higher MPQ scores were 

significant predictors of vulvodynia group membership. Greater age, BAI scores, and number of 

                                                        
4	The FSFI desire subscale was selected in place of the FSFI total score to represent differences in sexual 
functioning, while preserving sample size. 
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comorbid medical conditions significantly predicted painful PGA group membership. Increasing 

pelvic/urogenital conditions were a significant predictor vulvodynia group membership. 	

Table 5.10 

Logistic Regression Analysis of Group Membership as a Function of Differentiating 

Biopsychosocial Variables: Women with Vulvodynia versus Women with PGA Symptoms.  

     95% Confidence Interval 
for Odds Ratio 

Variables B Wald χ2 -test Sig. Odds ratio Lower Upper 
Age .07 9.03 .003 1.07 1.02 1.12 
No. pelvic/urogenital 
conditions 

-.37 9.04 .003 .69 .54 .88 

No. medical conditions .23 1.46 .226 1.26 .87 1.82 
PCS total score .05 3.42 .064 1.05 1.00 1.11 
MPQ total score -.10 12.78 < .001 .90 .86 .96 
FSFI desire subscale .54 8.15 .004 1.72 1.19 2.50 
BAI .06 5.50 .019 1.06 1.01 1.12 

Note. Catastrophizing was measured using the Pain Catastrophizing Scale (PCS), symptom description 
were measured using the McGill Pain Questionnaire (MPQ), ratings of desire were measured with the 
Female Sexual Function Index (FSFI) desire subscale, and severity of anxiety symptoms were measured 
using the Beck Anxiety Inventory (BAI). PGA refers to ‘persistent genital arousal’.  

 
Table 5.11 

Logistic Regression Analysis of Group Membership as a Function of Differentiating 

Biopsychosocial Variables: Women with Vulvodynia versus Women with Painful PGA 

Symptoms.  

     95% Confidence Interval 
for Odds Ratio 

Variables B Wald χ2 -test Sig. Odds ratio Lower Upper 
Age .05 6.70 .010 1.05 1.01 1.10 
No. pelvic/urogenital 
conditions 

-.21 5.06 .024 .81 .67 .97 

No. medical conditions .41 6.88 .009 1.51 1.11 2.05 
PCS total score .03 2.22 .136 1.03 .99 1.08 
MPQ total score -.03 1.69 .193 .97 .94 1.01 
FSFI desire subscale .19 1.34 .248 1.20 .88 1.65 
BAI .06 7.47 .006 1.06 1.02 1.11 

Note. Catastrophizing was measured using the Pain Catastrophizing Scale (PCS), symptom description 
were measured using the McGill Pain Questionnaire (MPQ), ratings of desire were measured with the 
Female Sexual Function Index (FSFI) desire subscale, and severity of anxiety symptoms were measured 
using the Beck Anxiety Inventory (BAI). PGA refers to ‘persistent genital arousal’.  
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Considering Type I Error Rate 

Given the exploratory nature of this study, a large number of tests were conducted to generate 

hypotheses for future lines of research. As such, the results should be interpreted cautiously, with 

consideration of Type I error rate. If Type I error occurs at a rate of 1 in 20, we would expect 

approximately 6 of the 116 tests conducted to incorrectly reject the null hypothesis, assuming the 

tests were independent of one another. In reality, 54 of the 116 tests were significant. Notably, of 

the 25 comparisons related to the physical symptoms measures, 21 significant between-groups 

differences were found. Physical symptoms associated with PGA, painful PGA, and vulvodynia 

may be the area of greatest differentiation among the three groups. In addition, of the 29 

comparisons pertaining to the psychosocial functioning variables, 14 significant differences were 

found, with women in the painful PGA group reporting lower daily functioning and women in 

the vulvodynia group reporting lower sexual functioning. 	

Discussion 

The goal of the present study was to compare a series of biopsychosocial factors among 

three groups of women: women with symptoms of PGA, painful symptoms of PGA, and 

vulvodynia. This study sought to explore whether these symptom profiles share similar 

characteristics, and how they impact women’s psychosocial functioning.  

Biological Factors 

Medical conditions. Women in all three groups frequently endorsed chronic pelvic pain 

conditions and pelvic floor muscle dysfunction. However, it is not surprising that women with 

vulvodynia reported a higher number of comorbid pelvic/urogenital pain conditions, given that 

many of them have already received diagnoses of a vulvar pain condition. Of note, some women 

in the painful PGA group also reported diagnoses of provoked vestibulodynia and generalized 



 

 103	

vulvodynia (15.1% and 22.6%, respectively). The overlap in medical profiles among the three 

groups lends support to Markos and Dinsmore’s (2013) conceptualization of PGAD as a subtype 

of vulvodynia. Specifically, the results of the present study are similar to the results of their 

review, as the conditions share a number of medical comorbidities. Conceptualization of PGAD 

alongside vulvodynia may be thought of as falling under a general umbrella of genital 

paraesthesias, which may include pain symptoms, arousal symptoms, and a combination of both.   

Symptom Characteristics. The three groups did not differ with respect to the time frame 

of symptom development and symptom expression; however, they differed in the kinds of 

physical symptoms associated with PGA or vulvodynia, respectively. Overall, the PGA symptom 

group endorsed primarily arousal symptoms, whereas the vulvodynia group endorsed primarily 

pain symptoms. The painful PGA symptom group endorsed both pain and arousal symptoms.  

There were also differences between groups in the descriptions associated with vulvar 

sensations. The painful PGA group selected more affective descriptions for their symptoms, 

whereas the vulvodynia group selected more sensory descriptions. The greater use of affective 

descriptions of vulvar sensations highlights the potential role of psychological factors in the 

experience of PGA. This finding also supports Leiblum and Chivers’ (2007) theory that negative 

evaluation and affect associated with genital arousal may contribute to the development and 

maintenance of distressing PGA. Similarly, Carvalho and colleagues (2015) found that sexual 

conservatism moderated the relationship between PGA symptom severity and distress, a result 

that may also be driven by a negative evaluation of PGA symptoms. Further investigation is 

warranted to explore whether the physical symptoms and symptom descriptions presented to 

participants in this study accurately captured women’s experience of PGA. Future research 

should focus on developing a questionnaire to assess genital sensations specific to PGA.  
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Psychological Factors 

All three groups reported a substantial impact on psychological well-being. The painful 

PGA group reported greater anxiety and magnification of vulvar sensations, whereas women in 

the PGA group reported the greatest levels of helplessness. Research on other forms of chronic 

pelvic/urogenital pain conditions has found a positive relationship between catastrophizing and 

self-reported pain with intercourse, general distress, and functional interference (Tomakowsky, 

Carty, Lumley, & Peters, 2016; Desrochers et al., 2009). Desrochers and colleagues (2009) also 

found that lower self-efficacy explained a large proportion of the variation in sexual impairment 

related to PVD. Similarly, helplessness may be associated with greater impairment for women 

with PGA. For some women, anxiety symptoms may occur as a result of PGA and/or vulvodynia 

symptoms, whereas for others it seems to precede the onset of symptoms. There is need for 

longitudinal research that seeks to understand the relationship among anxiety, depression, and 

the development of secondary PGA symptoms.  

Social Factors 

Women with painful PGA symptoms reported the lowest scores on all domains of daily 

functioning across the three groups. PGA symptoms, in particular when compounded with pain, 

appear to have a significant impact on women’s ability to work, socialize, and complete daily 

tasks. This impact may be due to the severity of PGA symptoms, as well as the associated stigma 

and under-recognition by healthcare providers.  

 Women with vulvodynia reported greater difficulties with sexual functioning than 

participants in the other two groups; however, women in all three groups reported a similar 

degree of sexual distress. As discussed in Chapter 4, traditional measures of sexual functioning 

may not fully describe sexuality for women with symptoms of PGA, as distress appears to be a 
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key feature. All three groups also reported similar levels of relationship satisfaction. Only one 

case report has been published on the efficacy of a couples-based intervention for PGAD (Hiller 

& Hekster, 2007). However, more evidence is accumulating for the effectiveness of couples-

based interventions for vulvodynia, specifically PVD (Corsini-Munt et al., 2014). Couples-based 

interventions may also be an appropriate and effective intervention for women with distressing 

PGA symptoms.   

	 This study did not include an examination of treatment history and/or available supports. 

Access to knowledgeable health care providers can be challenging for women with symptoms of 

PGA and/or vulvodynia. Vulvodynia research has found that women consult with multiple 

providers before receiving a diagnosis or treatment (Arnold, Bachmann, Kelly, Rosen, & 

Rhoads, 2006; Harlow & Stewart, 2002; Xie et al., 2012). However, given that PGAD is less 

well known than vulvodynia, the advances in knowledge translation and research for vulvodynia 

may result in slightly better access to treatment, contributing to differences between these two 

groups on psychosocial functioning. 

Limitations and Future Research 

The limitations described in Chapters 3 and 4 apply to this study as well. For the purposes 

of this study, the MPQ and PCS questionnaires were modified to measure descriptions and 

cognitions related to vulvar sensations, rather than pain sensations as they were originally created 

and validated to measure. This modification allowed for comparisons among all three groups 

(since not all women describe their PGA symptoms as ‘painful’); however, this small change to 

the wording of the questionnaires limits comparisons to previous research.   
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Conclusions 

These results provide some initial support for Markos and Dinsmore’s (2013) 

conceptualization of PGA as a subtype of vulvodynia, or alternatively, that both vulvodynia and 

PGA fall under a broader concept of ‘genital paraesthesias’. Conditions of genital paraesthesias 

may be best thought of as having components of persistent arousal and pain, which can occur 

independently or concurrently. Women with symptoms of PGA and vulvodynia share common 

comorbidities, timeframes of symptom expression, and similar psychosocial issues. Specifically, 

these results further highlight the distressing nature of PGA and the detrimental affect vulvar 

discomfort has across many domains of daily functioning.  

Given the similarities between PGA and vulvar pain symptoms, they may benefit from 

similar assessment, research, and treatment approaches. Conceptualization as a pain/discomfort 

condition may also reduce some of the stigma associated with PGA, shifting perception of the 

condition towards a form of vulvar discomfort, rather than hyper-arousal or hypersexuality, 

Women with PGA may also benefit from greater access to treatment and resources that have 

been found to be effective for women with vulvodynia. 
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Chapter 6 

General Discussion 

Given the lack of knowledge about PGAD (Chapter 2), this study sought to describe a 

sample of women who experience diverse symptoms of PGA (Study One), explore common 

medical comorbidities and the impact of PGA symptoms on psychosocial well-being through a 

comparison of women with and without symptoms of PGA (Study Two), and compare the 

medical histories, symptom profiles, and psychosocial functioning among women with PGA 

symptoms, painful PGA symptoms, and vulvodynia (Study Three). The findings of Study One 

(Chapter 3) suggest that varied descriptions of PGA symptoms are reported (e.g., sensitivity, 

pain, urinary symptoms), and most women found the symptoms to be at least moderately 

distressing. As compared to symptom-free women, Study Two (Chapter 4) demonstrated that 

women with PGA symptoms self-reported significant impairments in their psychosocial well-

being. In Study Three (Chapter 5), PGA and painful PGA symptoms shared some similarities to 

vulvodynia, including the temporal features and common comorbidities. 

The Diversity of PGA Symptoms 

Study Two (Chapter 3) found great diversity in women’s self reported PGA symptoms. 

Of the symptoms described, 42.3% (n = 58) of women stated their PGA symptoms are painful, 

similar to earlier research findings (Leiblum et al., 2005). Notable proportions of women 

reported comorbidities previously presented in the literature on PGAD, including irritable bowel 

syndrome (34.4%, n = 47), restless leg syndrome (24.1%, n = 33), overactive bladder (16.1%, n 

= 22), and interstitial cystitis (15.3%, n = 21). Half of the women stated their PGA symptoms 

were constant (vs. intermittent). Given the diversity of symptom presentations, future research 

may seek to investigate the presence PGA subtypes, potentially based on phenotypic qualities (as 
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has been proposed for interstitial cystitis, c.f. Nickel et al., 2009; Nickel et al., 2010). Subtypes 

of PGA may have different etiologies, unique effects on psychosocial function, and respond 

differentially to treatment.  

The Impact of PGA Symptoms on Psychosocial Functioning 

 The results of Study Two (Chapter 4) indicated that women with symptoms of PGA self-

reported significant impairment in many areas of psychosocial functioning as compared to 

women without symptoms of PGA. These impairments included greater depressive and anxiety 

symptoms, lower relationship satisfaction, and lower overall sexual functioning. For women with 

PGA symptoms, catastrophizing of vulvar sensations was positively correlated with symptom 

ratings (i.e., discomfort, distress severity, unwantedness,) and was associated with poorer 

psychosocial outcomes. Future research may seek to better understand the role of catastrophizing 

in the development and/or maintenance of PGA symptoms. In addition, interventions targeted at 

reducing catastrophizing in women who are suffering from distressing PGA may be a fruitful 

area of research and clinical practice.  

Is Persistent Genital Arousal a Form of Vulvodynia? 

Women with PGA symptoms, painful PGA symptoms, and vulvodynia reported a 

number of similarities in their symptom presentations, including similar age of onset, sudden vs. 

gradual start of symptoms, and temporal nature of symptoms (constant vs. intermittent). 

However, the self-reported physical symptoms also revealed differences among these three 

groups. Women with PGA and painful PGA symptoms reported significantly greater difficulties 

in most areas of psychosocial functioning and in their ability to complete essential activities of 

daily living (e.g., work, social activities) than women with vulvodynia. These difficulties may be 

due to the nature of PGA symptoms, or they may be related to other factors, such as greater 
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difficulties accessing healthcare providers knowledgeable about PGAD, misdiagnoses, or 

reluctance to disclose their symptoms.  

Limitations of the Current Research and Future Directions 

Limitations. In addition to the eligibility criteria of fluency in English and access to the 

Internet, which limited the generalizability of these results, reliance on self-report data for pain is 

problematic as it can be influenced by a variety of contextual factors, such as the time of day, 

and who is present at the time of the survey (Jensen & Karoly, 2001). Furthermore, the 

conditions of PGA, painful PGA, and vulvodynia could not be objectively verified. Future 

research should incorporate objective methods to investigate PGA symptoms, such as 

psychophysiological measures and quantitative sensory testing to assess genitopelvic sensitivity. 

Finally, although these studies of PGA symptoms are novel in their comprehensive nature, there 

may be additional factors that influence the development, maintenance, and impact of PGA 

symptoms that were not assessed, such as treatment history or partner factors (e.g., partner 

responses, disclosure to partner).  

Future research. An overarching goal of these three studies was to generate a number of 

questions for future research. The development of a scale to more accurately capture PGA 

symptoms would be a useful tool for future research and the clinical care of women with 

distressing PGA. A scale of PGA symptoms would also aid in exploring whether clusters of 

symptoms arise which relate to different psychosocial outcomes or etiologies (for example, pain 

symptoms or spontaneous orgasms).  

Given the lower relationship satisfaction reported by women with PGA symptoms as 

compared to those without, a study geared specifically to partner experiences and dyadic factors 

would further our understanding of PGA. To investigate how symptoms change over time, and 
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the role of cognition, affect, and evaluation of symptoms in the development and maintenance of 

PGA, a longitudinal study is needed. Finally, given that there have been a few cases of PGA 

symptoms reported by men, similar studies may be undertaken in a male population as well. 

Clinical Implications and Conclusions 

 The results of these studies begin to shed light on the complex presentation and interplay 

of biopsychosocial factors in the experience of PGA symptoms. Given this complexity, women 

who present clinically with PGA symptoms would benefit from a comprehensive assessment and 

interview. Women with PGA symptoms in the present study reported a substantial associated 

impact on their psychosocial well-being and ability to complete important daily activities (such 

as work and social activities). They also reported high rates of suicidal ideation. In conclusion, 

these preliminary findings further highlight the distressing nature of PGAD, the need for greater 

understanding of this condition, and the identification of effective treatment options. These 

studies uncover many more unanswered questions about PGAD, and will hopefully serve as a 

springboard into important future research directions in the area of PGAD.  
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www.sexlab.ca

 
DO YOU EXPERIENCE 

PERSISTENT FEELINGS OF GENITAL AROUSAL?  
 

Seeking WOMEN who experience persistent genital sensations for an ONLINE 

STUDY 
PARTICIPANT CRITERIA  

 
! Women experiencing persistent genital arousal for at least 3 months 
! 18 years of age or older  
! Fluent in English  
! Access to the Internet  

 
STUDY PROCEDURES 

 
! Online questionnaires about symptoms, psychological and social 

wellbeing, healthcare experiences, and sexual and relationship function 
! Participation will take 60 to 90 minutes  

 
~Compensation Available~ 

 
INTERESTED?  

 
Visit www.[survey link].com  
or contact us for more info 

 
 
 
 
 
 
 
 

 
Investigators: Robyn Jackowich, BA, Caroline Pukall, PhD, & Katrina Bouchard, MSc,  

Allan Gordon MD, Leah Pink NP 

www.sexlab.ca 
 

sex.lab@queensu.ca 
 

(613) 533-3276 
INACTIVE 
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Website Listings/Social Media (e.g., Facebook, Twitter, Reddit) 
 
Seeking women who have been experiencing persistent feelings of genital arousal for at least the past 3 months. 
Participants must be 18 years of age or older and able to read and write in English. Completion of online questionnaires to 
assess symptoms, psychological and social wellbeing, healthcare experiences, and sexual and relationship functioning will 
take 60 to 90 minutes. For more information about this study, contact the Sex Lab by telephone (613) 533-3276 or email 
sex.lab@queensu.ca. All inquiries are completely confidential.   
 
Shorter versions of this ad will be posted if word limits dictate length of ad (e.g., 40 character limit for Twitter).  
 
 
Radio Advertisement  
 
This study will be advertised on local radio stations as part of a general call for female participants for studies in the 
Sexual Health Research Laboratory.  

Script: Queen’s University Sexual Health Research Lab is looking for women to participate in an online study. 
Candidates must be women over the age of 18 years who have feelings of genital arousal that last for long periods of time. 
This study is 100% confidential and will be administered online. Monetary compensation is available. To find out more 
about this study or about the Sexual Health Research Lab at Queen’s University, call (613) 533-3276 or e-mail 
sex.lab@queensu.ca.  

 
Class Advertisements  
 
The Sexual Health Research Lab (Sex Lab) in the Department of Psychology at Queen’s University is seeking women 
who experience persistent feelings of genital arousal for at least the past 3 months. Participants must be 18 years of age or 
older and able to read and write in English. Completion of online questionnaires to assess symptoms, psychological and 
social wellbeing, healthcare experiences, and sexual and relationship functioning will take 60 to 90 minutes. For more 
information about this study, contact the Sex Lab by telephone (613) 533-3276 or email sex.lab@queensu.ca. All inquiries 
are completely confidential.   
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Email Scripts 
 
Dear Colleague,  

We are conducting an online study investigating symptoms of persistent genital arousal, under the supervision Dr. Caroline Pukall in 
the Sexual Health Research Laboratory (SexLab) at Queen's University. The SexLab is dedicated to understanding human sexuality 
and sexual health, with a focus on women. If you are unfamiliar with the SexLab and would like to know a bit more about the research 
we do, please visit our website: www.sexlab.ca. You are also more than welcome to ask us any questions you may have about our 
research by contacting our research associate, Shannon Coyle (sex.lab@queensu.ca). 

We are currently recruiting women who have been experiencing feelings of persistent genital arousal for at least the past 3 months. 
Please forward the following poster to anyone you know who may be interested in participating, or to any relevant listservs. 

Please let us know if you would be willing to send along this advertisement on our behalf. If you have any questions or concerns, do 
not hesitate to contact our research associate, Shannon (sex.lab@queensu.ca). 

 Thanks for your help! 

Robin Jackowich, BA | MSc Student    Katrina Bouchard, MSc | PhD Student  
Primary Investigator      Co-Investigator 
 
This study is being conducted by a team of interdisciplinary investigators spanning psychology, medicine, and nursing:  Robyn 
Jackowich, Katrina Bouchard, Caroline Pukall, Allan Gordon, and Leah Pink. 
    
…………………………………………………………………………………………………………………… 

DO YOU EXPERIENCE PERSISTENT FEELINGS OF GENITAL AROUSAL? 
 

Seeking WOMEN who experience persistent feelings of genital arousal  
for an ONLINE STUDY 

 

PARTICIPANT CRITERIA  
! Women experiencing persistent genital arousal for at least 3 months 
! 18 years of age or older  
! Fluent in English  
! Access to the Internet  

 

STUDY PROCEDURES 
! Online questionnaires about symptoms, psychological and social wellbeing, healthcare 

experiences, and sexual and relationship function 
! Participation will take 60 to 90 minutes  

 
~Compensation Available~ 

 

INTERESTED?  
For more information, please contact the 

Sexual Health Research Laboratory 
613.533.3276 | sex.lab@queensu.ca 

 
Investigators: Robyn Jackowich, BA, Caroline Pukall, PhD, & Katrina Bouchard, MSc 

Allan Gordon MD, Leah Pink NP 
The Sexual Health Research Laboratory (SexLab) is dedicated to understanding human sexuality and sexual health, 
with a focus on women. If you are unfamiliar with our lab and would like to know a bit more about the research 

we do, please visit our website: www.sexlab.ca 
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www.sexlab.ca

 
DO YOU EXPERIENCE 

PERSISTENT FEELINGS OF GENITAL AROUSAL?  
 

Seeking WOMEN who experience persistent genital sensations for an ONLINE 
STUDY 

 

PARTICIPANT CRITERIA  
! Women experiencing persistent genital arousal for at least 3 months 
! 18 years of age or older  
! Fluent in English  
! Access to the Internet  

 

STUDY PROCEDURES 
! Online questionnaires about symptoms, psychological and social 

wellbeing, healthcare experiences, and sexual and relationship function 
! Participation will take 60 to 90 minutes  

 

~Compensation Available~ 
 

INTERESTED?  
Visit: http://pgad.sexlab.ca/  

or contact us for more information (or for a paper copy):  
Website: www.sexlab.ca  
Email: sex.lab@queensu.ca  
Phone: (613) 533-3276 (EST) Collect Calls Welcome 

Toll free in Canada:!1-855-433-3276  
 

Investigators: Robyn Jackowich, BA, Caroline Pukall, PhD, & Katrina Bouchard, MSc,  
Allan Gordon MD, Leah Pink NP!!
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www.sexlab.ca

	

 
PARTICIPATE IN SEXUAL HEALTH RESEARCH!  

 

 
Seeking WOMEN who do not experience any sexual difficulties to participate in 

an ONLINE STUDY 
 

PARTICIPANT CRITERIA  
! Women who are not experiencing any sexual difficulties (i.e. pain or 

unwanted arousal)  
! Must be 18 years of age or older 
! Fluent in English  
! Access to the Internet  

 

STUDY PROCEDURES 
! Online questionnaires about psychological and social wellbeing, 

healthcare experiences, and sexual and relationship function 
! Participation will take approximately 30 to 45 minutes  

 

~Be Entered Into A Draw For One Of Four $50 CND Amazon Gift Cards~ 
 

INTERESTED?  
 

Visit: www.[survey link].com 
or contact us for more info, refer to the ‘CYAN’ study 

 
 
 
 
 
 
 
 

 
Investigators: Robyn Jackowich, BA, Caroline Pukall, PhD, & Katrina Bouchard, MSc,  

Allan Gordon MD, Leah Pink NP 
 

	
	

www.sexlab.ca 
 

sex.lab@queensu.ca 
 

(613) 533-3276 
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CTIV
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Website Listings/Social Media (e.g., Facebook, Twitter, Reddit) 
 
Seeking women to participate in important sexual health research. Participants must not be experiencing sexual 
difficulties (such as pain or unwanted arousal), must be 18 years of age or older, and be able to read and write in English. 
Completion of online questionnaires to assess psychological and social wellbeing, healthcare experiences, and sexual and 
relationship functioning will take 30 to 45 minutes. For more information about this study, contact the Sex Lab by 
telephone (613) 533-3276 or email sex.lab@queensu.ca. All inquiries are completely confidential.   
 
Shorter versions of this ad will be posted if word limits dictate length of ad (e.g., 40 character limit for Twitter).  
 
 
Radio Advertisement  
 
This study will be advertised on local radio stations as part of a general call for female participants for studies in the 
Sexual Health Research Laboratory.  

Script: Queen’s University Sexual Health Research Lab is looking for women to participate in an online study. 
Candidates must be women 18 years of age or older who do not experience any sexual difficulties (such as pain or 
unwanted arousal). This study is 100% confidential and will be administered online. Monetary compensation is available. 
To find out more about this study or about the Sexual Health Research Lab at Queen’s University, call (613) 533-3276 or 
e-mail sex.lab@queensu.ca.  
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Email Scripts 
 
Dear Colleague,  

We are conducting an online study investigating symptoms of persistent genital arousal, under the supervision of Dr. Caroline Pukall 
in the Sexual Health Research Laboratory (SexLab) at Queen's University. The SexLab is dedicated to understanding human sexuality 
and sexual health, with a focus on women. If you are unfamiliar with the SexLab and would like to know a bit more about the research 
we do, please visit our website: www.sexlab.ca. You are also more than welcome to ask us any questions you may have about our 
research by contacting our research associate, Shannon Coyle (sex.lab@queensu.ca). 

We are currently recruiting women who do not experience pain or unwanted arousal for our comparison group, who is 18 years of 
age or older. Please forward the following poster to anyone you know who may be interested in participating, or to any relevant 
listservs. 

Please let us know if you would be willing to send along this advertisement on our behalf. If you have any questions or concerns, do 
not hesitate to contact our research associate, Shannon (sex.lab@queensu.ca). 

 Thanks for your help! 

Robin Jackowich, BA | MSc Student    Katrina Bouchard, MSc | PhD Student  
Primary Investigator      Co-Investigator 
 
This study is being conducted by a team of interdisciplinary investigators spanning psychology, medicine, and nursing:  Robyn 
Jackowich, Katrina Bouchard, Caroline Pukall, Allan Gordon, and Leah Pink.   
…………………………………………………………………………………………………………………… 

PARTICIPATE IN SEXUAL HEALTH RESEARCH! 
 

Seeking WOMEN who do not experience any sexual difficulties  
for an ONLINE STUDY 

 

PARTICIPANT CRITERIA  
! Women who are not experiencing any sexual difficulties (i.e. pain or unwanted arousal)  
! Must be 18 years of age or older 
! Fluent in English  
! Access to the Internet  

 

STUDY PROCEDURES 
! Online questionnaires about psychological and social wellbeing, healthcare experiences, and 

sexual and relationship function 
! Participation will take 30 to 45 minutes  

 

~Be Entered Into A Draw For One Of Four $50 CND Amazon Gift Cards~ 
 

INTERESTED?  
For more information, please contact the Sexual Health Research Laboratory 

Refer to the ‘CYAN’ study 
613.533.3276 | sex.lab@queensu.ca 

 
Investigators: Robyn Jackowich, BA, Caroline Pukall, PhD, & Katrina Bouchard, MSc 

Allan Gordon MD, Leah Pink NP 
 

The Sexual Health Research Laboratory (SexLab) is dedicated to understanding human sexuality and sexual health, with a 
focus on women. If you are unfamiliar with our lab and would like to know a bit more about the research we do, please visit 

our website: www.sexlab.ca 
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www.sexlab.ca

	
 

PARTICIPATE IN SEXUAL HEALTH RESEARCH!  
 
 

Seeking WOMEN who do not experience any sexual difficulties to participate in 
an ONLINE STUDY 

 

PARTICIPANT CRITERIA  
! Women who are not experiencing any sexual difficulties (i.e. pain or 

unwanted arousal)  
! Must be 18 years of age or older 
! Fluent in English  
! Access to the Internet  

 

STUDY PROCEDURES 
! Online questionnaires about psychological and social wellbeing, 

healthcare experiences, and sexual and relationship function 
! Participation will take approximately 30 to 45 minutes  

 

~Be Entered Into A Draw For One Of Four $50 CND Amazon Gift Cards~ 
 

INTERESTED?  
 Visit: www.[survey link].com  

or contact us for more information, refer to the ‘CYAN’ study:  
Website: www.sexlab.ca  
Email: sex.lab@queensu.ca  
Phone: (613) 533-3276 (EST) Collect Calls Welcome 

Toll free in Canada:	1-855-433-3276  
 

Investigators: Robyn Jackowich, BA, Caroline Pukall, PhD, & Katrina Bouchard, MSc,  
Allan Gordon MD, Leah Pink NP		
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DO YOU EXPERIENCE 
SYMPTOMS OF VULVAR PAIN?  

 

Seeking WOMEN who experience vulvar pain for an ONLINE STUDY 
 

PARTICIPANT CRITERIA  
! Women experiencing vulvar pain symptoms for at least 3 months 
! Must be 18 years of age or older 
! Fluent in English  
! Access to the Internet  

 

STUDY PROCEDURES 
! Online questionnaires about symptoms, psychological and social 

wellbeing, healthcare experiences, and sexual and relationship function 
! Participation will take 60 to 90 minutes  

 

~Compensation Available~ 
 

INTERESTED?  
 

Visit www.[survey link].com  
or contact us for more info, refer to the ‘VIOLET’ study 

 
 
 
 
 
 
 
 

 
Investigators: Robyn Jackowich, BA, Caroline Pukall, PhD, & Katrina Bouchard, MSc,  

Allan Gordon MD, Leah Pink NP 

www.sexlab.ca 
 

sex.lab@queensu.ca 
 

(613) 533-3276 
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Website Listings/Social Media (e.g., Facebook, Twitter, Reddit) 
 
Seeking women who have been experiencing vulvar pain for at least the past 3 months. Participants must be 18 years of 
age or older, and able to read and write in English. Completion of online questionnaires to assess symptoms, 
psychological and social wellbeing, healthcare experiences, and sexual and relationship functioning will take 60 to 90 
minutes. For more information about this study, contact the Sex Lab by telephone (613) 533-3276 or email 
sex.lab@queensu.ca. All inquiries are completely confidential.   
 
Shorter versions of this ad will be posted if word limits dictate length of ad (e.g., 40 character limit for Twitter).  
 
 
Radio Advertisement  
 
This study will be advertised on local radio stations as part of a general call for female participants for studies in the 
Sexual Health Research Laboratory.  

Script: Queen’s University Sexual Health Research Lab is looking for women to participate in an online study. 
Candidates must be women 18 years of age or older who have feelings of vulvar pain that last for long periods of time. 
This study is 100% confidential and will be administered online. Monetary compensation is available. To find out more 
about this study or about the Sexual Health Research Lab at Queen’s University, call (613) 533-3276 or e-mail 
sex.lab@queensu.ca.  
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Email Scripts 
 
Dear Colleague,  

We are conducting an online study investigating symptoms of persistent genital arousal and the symptoms of vulvar pain, under the 
supervision of Dr. Caroline Pukall in the Sexual Health Research Laboratory (SexLab) at Queen's University. The SexLab is dedicated 
to understanding human sexuality and sexual health, with a focus on women. If you are unfamiliar with the SexLab and would like to 
know a bit more about the research we do, please visit our website: www.sexlab.ca. You are also more than welcome to ask us any 
questions you may have about our research by contacting our research associate, Shannon Coyle (sex.lab@queensu.ca). 

We are currently recruiting women 18 years of age or older, who have been experiencing vulvar pain symptoms for at least the past 3 
months. Please forward the following poster to anyone you know who may be interested in participating, or to any relevant 
listservs. 

Please let us know if you would be willing to send along this advertisement on our behalf. If you have any questions or concerns, do 
not hesitate to contact our research associate, Shannon (sex.lab@queensu.ca). 

 Thanks for your help! 

Robin Jackowich, BA | MSc Student    Katrina Bouchard, MSc | PhD Student  
Primary Investigator      Co-Investigator 
 
This study is being conducted by a team of interdisciplinary investigators spanning psychology, medicine, and nursing:  Robyn 
Jackowich, Katrina Bouchard, Caroline Pukall, Allan Gordon, and Leah Pink.   
…………………………………………………………………………………………………………………… 

DO YOU EXPERIENCE SYMPTOMS OF VULVAR PAIN? 
 

Seeking WOMEN who experience symptoms of vulvar pain  
for an ONLINE STUDY 

 

PARTICIPANT CRITERIA  
! Women experiencing vulvar pain for at least 3 months 
! Must be 18 years of age or older 
! Fluent in English  
! Access to the Internet  

 

STUDY PROCEDURES 
! Online questionnaires about symptoms, psychological and social wellbeing, healthcare 

experiences, and sexual and relationship function 
! Participation will take 60 to 90 minutes  

 

~Compensation Available~ 
 

INTERESTED?  
For more information, please contact the Sexual Health Research Laboratory 

Refer to the ‘VIOLET’ study 
613.533.3276 | sex.lab@queensu.ca 

 
Investigators: Robyn Jackowich, BA, Caroline Pukall, PhD, & Katrina Bouchard, MSc 

Allan Gordon MD, Leah Pink NP 
 

The Sexual Health Research Laboratory (SexLab) is dedicated to understanding human sexuality and sexual health, with a 
focus on women. If you are unfamiliar with our lab and would like to know a bit more about the research we do, please visit 

our website: www.sexlab.ca 
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www.sexlab.ca

 
DO YOU EXPERIENCE 

SYMPTOMS OF VULVAR PAIN?  
 

Seeking WOMEN who experience vulvar pain for an ONLINE STUDY 
 

PARTICIPANT CRITERIA  
! Women experiencing vulvar pain symptoms for at least 3 months 
! Must be 18 years of age or older 
! Fluent in English  
! Access to the Internet  

 

STUDY PROCEDURES 
! Online questionnaires about symptoms, psychological and social 

wellbeing, healthcare experiences, and sexual and relationship function 
! Participation will take 60 to 90 minutes  

 

~Compensation Available~ 
 

INTERESTED?  
Visit: www.[Survey Link].com  

or contact us for more information, refer to the ‘VIOLET’ study 
Website: www.sexlab.ca  
Email: sex.lab@queensu.ca  
Phone: (613) 533-3276 (EST) Collect Calls Welcome 

Toll free in Canada:	1-855-433-3276  
 

Investigators: Robyn Jackowich, BA, Caroline Pukall, PhD, & Katrina Bouchard, MSc,  
Allan Gordon MD, Leah Pink NP		

	

VI
O
LE
T	
St
ud

y	
Su
rv
ey
:	w

w
w
.[s
ur
ve
y	
lin

k]
.c
om

	
		O

r	p
ho

ne
:	6

13
.	5
33

.3
27

6	

VI
O
LE
T	
St
ud

y	
Su
rv
ey
:	w

w
w
.[s
ur
ve
y	
lin

k]
.c
om

	
		O

r	p
ho

ne
:	6

13
.	5
33

.3
27

6	

VI
O
LE
T	
St
ud

y	
Su
rv
ey
:	w

w
w
.[s
ur
ve
y	
lin

k]
.c
om

	
		O

r	p
ho

ne
:	6

13
.	5
33

.3
27

6	

VI
O
LE
T	
St
ud

y	
Su
rv
ey
:	w

w
w
.[s
ur
ve
y	
lin

k]
.c
om

	
		O

r	p
ho

ne
:	6

13
.	5
33

.3
27

6	

VI
O
LE
T	
St
ud

y	
Su
rv
ey
:	w

w
w
.[s
ur
ve
y	
lin

k]
.c
om

	
		O

r	p
ho

ne
:	6

13
.	5
33

.3
27

6	

VI
O
LE
T	
St
ud

y	
Su
rv
ey
:	w

w
w
.[s
ur
ve
y	
lin

k]
.c
om

	
		O

r	p
ho

ne
:	6

13
.	5
33

.3
27

6	

VI
O
LE
T	
St
ud

y	
Su
rv
ey
:	w

w
w
.[s
ur
ve
y	
lin

k]
.c
om

	
		O

r	p
ho

ne
:	6

13
.	5
33

.3
27

6	

VI
O
LE
T	
St
ud

y	
Su
rv
ey
:	w

w
w
.[s
ur
ve
y	
lin

k]
.c
om

	
		O

r	p
ho

ne
:	6

13
.	5
33

.3
27

6	

VI
O
LE
T	
St
ud

y	
Su
rv
ey
:	w

w
w
.[s
ur
ve
y	
lin

k]
.c
om

	
		O

r	p
ho

ne
:	6

13
.	5
33

.3
27

6	

VI
O
LE
T	
St
ud

y	
Su
rv
ey
:	w

w
w
.[s
ur
ve
y	
lin

k]
.c
om

	
		O

r	p
ho

ne
:	6

13
.	5
33

.3
27

6	

VI
O
LE
T	
St
ud

y	
Su
rv
ey
:	w

w
w
.[s
ur
ve
y	
lin

k]
.c
om

	
		O

r	p
ho

ne
:	6

13
.	5
33

.3
27

6	

VI
O
LE
T	
St
ud

y	
Su
rv
ey
:	w

w
w
.[s
ur
ve
y	
lin

k]
.c
om

	
		O

r	p
ho

ne
:	6

13
.	5
33

.3
27

6	



 

 138	

  



 

 139	

Appendix C 

Letter of Information and Consent Forms 

Letter of Information 
Psychosocial Function in Women with Symptoms of Persistent Genital Arousal 

  
PLEASE NOTE: To print a copy of this letter of information so that you may refer back to it 
throughout the survey, please select ‘print’ in your browser window now. You may also request a 
digital copy by emailing sex.lab@queensu.ca.  
  
Investigators: 
Caroline Pukall, Ph.D., Professor, Department of Psychology, Queen’s University, Kingston, ON, Canada 
Robyn Jackowich, B.A., M.Sc. Student, Department of Psychology, Queen’s University, Kingston, ON, 
Canada 
Katrina Bouchard, M.Sc., Ph.D. Student, Department of Psychology, Queen’s University, Kingston, ON, 
Canada 
Allan Gordon, MD, Wasser Pain Management Centre, Mount Sinai Hospital, Toronto, ON, Canada 
Leah Pink, RN, Wasser Pain Management Centre, Mount Sinai Hospital, Toronto, ON, Canada 
  
Introduction: 
You are being invited to participate in a research study directed by researchers in the Department of 
Psychology at Queen’s University in Kingston and the Pain Management Center at Mount Sinai Hospital 
in Toronto. This study seeks to understand the impact of persistent genital arousal symptoms on women's 
psychosocial function. Persistent genital arousal is a poorly understood and sometimes very distressing 
health concern in women. We are interested in learning more about the symptom presentation, 
psychological health, and social adjustment of women with feelings of persistent genital arousal.  We 
hope this information will help inform health professionals regarding treatment options for those who are 
distressed by these symptoms, while increasing medical and public recognition of this condition. 
  
Purpose of the Study: 
The purpose of the study is to examine (1) symptom presentation, (2) psychological and social 
functioning, (3) healthcare experiences, and (4) relationship and sexual function of women with feelings 
of persistent genital arousal. We will compare these factors to women experiencing other forms of genital 
discomfort (i.e. vulvar pain) and to women without any pain or persistent arousal symptoms. 
  
Eligibility: 
In order to participate, you must be a woman experiencing persistent genital arousal symptoms, for at 
least three months. For all participants, you must speak, read, and write English fluently, and be 18 years 
of age or older. 
  
Study Procedures: 
Your participation in this study is voluntary and you are free to withdraw at any time by simply closing 
your web browser. Should you choose to participate, you will complete a variety of questionnaires online. 
The questionnaires will take approximately 60-90 minutes to complete and will contain questionnaires 
asking for information on sociodemographic information (e.g., age, education), your persistent genital 
arousal symptoms and/or vulvar pain symptoms, and treatment history, life experiences, sexual 
functioning, mental and physical health and sense of social support. Members of the research team will be 
available by phone and e-mail to answer any questions that you may have about the questionnaires and/or 
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the study. 
  
You are able to go back to previously completed pages by pressing the Back button. If you cannot 
complete all questionnaires at the same time, you may press the Save and Exit button. You will be given a 
URL to use when you wish to resume the survey. You may copy this link yourself, or you may choose to 
have the survey program e-mail you the link. If you Save and Exit, you MUST use this link to resume. 
 
If you prefer to complete the survey on paper, please send us an e-mail at sex.lab@queensu.ca. 
 
At the end of the survey, you will also be invited to complete a brief optional second survey 4-weeks 
later, to help us understand how persistent genital arousal symptoms change over time. 
 
This study has been granted clearance according to the recommended principles of Canadian ethics 
guidelines and Queen’s University ethics policies. 
 
Compensation: 
As a thank you for your time and effort, upon completing the survey you will receive your choice of an 
amazon gift card for $10 CND (or equivalent) from Amazon.ca, Amazon.com, Amazon.co.uk, or 
Amazon.com.au. Or you can choose to donate the $10 to a women's health organization. If there are any 
parts of the survey you do not wish to complete, you can select the 'decline response' option, and you will 
still be eligible to receive the $10. 
 
We have unfortunately experienced fraudulent claims in the past for compensation. For this reason, we 
will be collecting IP addresses with the email addresses for compensation. This information is not linked 
to your survey data and therefore your survey data remains anonymous. If we suspect fraudulent 
responses or duplicate claims for compensation based on IP address information, we will withhold 
compensation. If you do not receive compensation within ‘2-week’ time, please contact us at 
sex.lab@queensu.ca 
 
Advantages of Participating in this Study: 
There are no direct benefits of participating in this study. The information gathered in the study may help 
increase our understanding of how feelings of persistent genital arousal affect a woman’s physical, 
mental, and sexual health.  
  
Disadvantages of Participating in this Study: 
There are no known physical, psychological, economic, or social risks associated with participating in this 
study. However, some of the questions cover sensitive topics, such as pain, mental health, and sexual 
functioning. It is possible that you might experience some discomfort answering these questions. 
However, you are not in any way obligated to answer any material that you find objectionable or that 
makes you feel uncomfortable; there will be a decline response option for each question. You may also 
withdraw from the study at any time. 
  
Confidential Nature of this Study: 
Your participation in this study is strictly confidential. The investigators will take all reasonable measures 
to protect the confidentiality of your records. At no point during the questionnaire do we ask for personal 
information that can be identifying (e.g. name, address, city). You will not be identified in any publication 
or reports of this research; data will be aggregated in all reports of this study. All answers are strictly 
confidential and will be kept safe on a private and secure server located at Queen’s University. 
  
Discontinuation of this Study: 
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You are under no obligation to participate in this study, and your acceptance or refusal will not affect 
access to services. Furthermore, you may choose to withdraw at any time without penalty and you may 
refuse to answer any of the questions that you are asked without providing an explanation for your refusal 
to answer. All of the online questions have a “decline response” option that you may choose should you 
decide that you do not want to provide an answer. If you wish to have your answers deleted by the 
research team, please contact our research coordinator at sex.lab@queensu.ca. Please note that if you 
wish to have your answers deleted, you should make this request as soon as possible. Once the answers 
are grouped and included in a research report, we will be unable to go back and remove the answers from 
individuals.     
 
If you would like further information about the study, or have additional questions or concerns about the 
content of the survey, please direct your queries to Robyn Jackowich at sex.lab@queensu.ca or her 
supervisor, Dr. Caroline Pukall, at caroline.pukall@queensu.ca. Any ethical concerns about the study may 
be directed to the Queen's University General Research Ethics Board, by phone: 613-533-6081, or email: 
GREB@queensu.ca. 
  
The questions included in this survey are for research purposes only, and will be kept completely 
confidential. They are not meant to diagnose a physical disorder, psychological disorder, or be in any way 
meant to determine whether you need psychological treatment. That being said, some of the questions in 
this survey are sensitive in nature. If you are feeling distressed, please consult the following sources for 
help. 
  
Telehealth Ontario: 1-866-797-0000   
Toronto Distress Centre: 416-408-4357  
National Hopeline Network: 1-800-422-4673   
Ottawa and Area Crisis Line (24 hour crisis line): 1-866-722-0991 
Frontenac Community Mental Health Services (24 hour crisis line): (613) 544-4229  
Canadian Mental Health Association 
National Alliance on Mental Illness 
IMAlive Online Crisis Center 
SexualityandU 
Your local distress hotline 
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Consent Form 

 
Please read the following with regards to your participation in the study entitled: Psychosocial 
Function in Women with Symptoms of Persistent Genital Arousal. 
 
I consent to the information contained in the Letter of Information and understand what is 
required for participation in the study. I understand that I will complete a series of questions 
online. I also understand that research assistants are available by telephone or e-mail should I 
have any questions or require further information about any aspect of the study. I understand that 
some of the questions are quite personal in nature, and that some of them concern sensitive 
topics. I understand that my participation in the study is completely voluntary and that I am free 
to withdraw at any time. I understand that to withdraw from the study, I may select ‘decline 
response’ for any and all remaining questions. I also understand that my confidentiality will be 
protected throughout the study, and that the information I give will be available only to 
researchers with relevant scholarly interests.  
 
As a thank you for your time and effort, upon completing the survey you will receive your choice 
of an amazon gift card valued at $10 CND (or equivalent) from Amazon.ca, Amazon.com, 
Amazon.co.uk, or Amazon.com.au. Or you can choose to donate the $10 to a women's health 
organization. If there are any parts of the survey you do not wish to complete, you can select the 
'decline response' option, and you will still be eligible to receive the $10. 
  
Should I have further questions, I understand that I can contact any of the following individuals: 
  
For questions related to the survey or the research goals: 

Robyn Jackowich (613-533-3276; sex.lab@queensu.ca), Master’s Student, Department 
of Psychology, Queen's University 
Dr. Caroline Pukall (613-533-3200; caroline.pukall@queensu.ca), Professor, 
Department of Psychology, Queen's University 

  
For questions related to ethical considerations: 
• General Research Ethics Board, Queen’s University, (613-533-6081; GREB@queensu.ca) 

I have read the above statements and freely consent to participate in this research:  

☐ Yes 
☐ No 
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Letter of Information 
Psychosocial Function in Women with Symptoms of Persistent Genital Arousal 

Women Without Symptoms of Persistent Genital Arousal 
  

PLEASE NOTE: To print a copy of this letter of information so that you may refer back to it 
throughout the survey, please select ‘print’ in your browser window now. You may also 
request a digital copy by emailing sex.lab@queensu.ca.  
  
Investigators: 
Caroline Pukall, Ph.D., Professor, Department of Psychology, Queen’s University, Kingston, 
ON, Canada 
Robyn Jackowich, B.A., M.Sc. Student, Department of Psychology, Queen’s University, 
Kingston, ON, Canada 
Katrina Bouchard, M.Sc., Ph.D. Student, Department of Psychology, Queen’s University, 
Kingston, ON, Canada 
Allan Gordon, MD, Wasser Pain Management Centre, Mount Sinai Hospital, Toronto, ON, 
Canada 
Leah Pink, RN, Wasser Pain Management Centre, Mount Sinai Hospital, Toronto, ON, Canada 
  
Introduction: 
You are being invited to participate in a research study directed by researchers in the Department 
of Psychology at Queen’s University in Kingston and the Pain Management Center at Mount 
Sinai Hospital in Toronto. This study seeks to understand the impact of persistent genital arousal 
symptoms on women's psychosocial function. As part of this study, we are looking for women 
without any symptoms of persistent genital arousal to include as a comparison group, to help us 
understand how persistent genital arousal affects women’s psychological and sexual health, and 
social adjustment. 
 
We hope this information will help inform health professionals regarding treatment options for 
those who are distressed by these symptoms, while increasing medical and public recognition of 
this condition. 
  
Purpose of the Study: 
The purpose of the study is to examine (1) symptom presentation, (2) psychological and social 
functioning, (3) healthcare experiences, and (4) relationship and sexual function of women with 
feelings of persistent genital arousal. We will compare these factors to women experiencing 
other forms of genital discomfort (i.e. vulvar pain) and to women without any pain or 
persistent arousal symptoms. 
  
Eligibility: 
In order to participate, you must be a woman who does not currently/has not previously 
experienced symptoms of persistent genital arousal and/or vulvar pain. You must speak, read, 
and write English fluently, and be 18 years of age or older. 
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Study Procedures: 
Your participation in this study is voluntary and you are free to withdraw at any time by simply 
closing your web browser. Should you choose to participate, you will complete a variety of 
questionnaires online. The questionnaires will take approximately 30-45 minutes to complete and 
will contain questionnaires asking for information on sociodemographic information life 
experiences, sexual functioning, mental and physical health and sense of social support. 
Members of the research team will be available by phone and e-mail to answer any questions that 
you may have about the questionnaires and/or the study. 
  
You are able to go back to previously completed pages by pressing the Back button. If you 
cannot complete all questionnaires at the same time, you may press the Save and Exit button. 
You will be given a URL to use when you wish to resume the survey. You may copy this link 
yourself, or you may choose to have the survey program e-mail you the link. If you Save and 
Exit, you MUST use this link to resume. 
 
If you prefer to complete the survey on paper, please send us an e-mail at sex.lab@queensu.ca. 
 
This study has been granted clearance according to the recommended principles of Canadian 
ethics guidelines and Queen’s University ethics policies. 
 
Compensation: 
As a thank you for your time and effort, you will be entered into a prize draw at the end of the 
study for 1 of 4 $50.00CDN amazon gift cards (or equivalent) from Amazon.ca, Amazon.com, 
Amazon.co.uk, or Amazon.com.au. The study is expected to end around June 2016 and winners 
will be notified via email. Please do not email us; only winners will be contacted after the draw.  
 
Advantages of Participating in this Study: 
There are no direct benefits of participating in this study. The information gathered in the study 
may help increase our understanding of how feelings of persistent genital arousal and vulvar pain 
affect a woman’s physical, mental, and sexual health.  
  
Disadvantages of Participating in this Study: 
There are no known physical, psychological, economic, or social risks associated with 
participating in this study. However, some of the questions cover sensitive topics, such as pain, 
mental health, and sexual functioning. It is possible that you might experience some discomfort 
answering these questions. However, you are not in any way obligated to answer any material 
that you find objectionable or that makes you feel uncomfortable; there will be a decline 
response option for each question. You may also withdraw from the study at any time. 
  
Confidential Nature of this Study: 
Your participation in this study is strictly confidential. The investigators will take all reasonable 
measures to protect the confidentiality of your records. At no point during the questionnaire do 
we ask for personal information that can be identifying (e.g. name, address, city). You will not 
be identified in any publication or reports of this research; data will be aggregated in all reports 
of this study. All answers are strictly confidential and will be kept safe on a private and secure 
server located at Queen’s University.  
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We have unfortunately experienced fraudulent claims in the past for compensation. For this 
reason, we will be collecting IP addresses with the email addresses for the prize draw entries. 
This information is not linked to your survey data and therefore your survey data remains 
anonymous. If we suspect fraudulent responses or duplicate claims for compensation based on IP 
address information, we will delete the duplicate entry in the prize draw database.  
  
Discontinuation of this Study: 
You are under no obligation to participate in this study, and your acceptance or refusal will not 
affect access to services. Furthermore, you may choose to withdraw at any time without penalty 
and you may refuse to answer any of the questions that you are asked without providing an 
explanation for your refusal to answer. All of the online questions have a “decline response” 
option that you may choose should you decide that you do not want to provide an answer. If you 
wish to have your answers deleted by the research team, please contact our research coordinator 
at sex.lab@queensu.ca. Please note that if you wish to have your answers deleted, you should 
make this request as soon as possible. Once the answers are grouped and included in a research 
report, we will be unable to go back and remove the answers from individuals.     
 
If you would like further information about the study, or have additional questions or concerns 
about the content of the survey, please direct your queries to Robyn Jackowich at 
sex.lab@queensu.ca or her supervisor, Dr. Caroline Pukall, at caroline.pukall@queensu.ca. Any 
ethical concerns about the study may be directed to the Queen's University General Research 
Ethics Board, by phone: 613-533-6081, or email: GREB@queensu.ca. 
  
The questions included in this survey are for research purposes only, and will be kept completely 
confidential. They are not meant to diagnose a physical disorder, psychological disorder, or be in 
any way meant to determine whether you need psychological treatment. That being said, some of 
the questions in this survey are sensitive in nature. If you are feeling distressed, please consult 
the following sources for help. 
  
Telehealth Ontario: 1-866-797-0000   
Toronto Distress Centre: 416-408-4357  
National Hopeline Network: 1-800-422-4673   
Ottawa and Area Crisis Line (24 hour crisis line): 1-866-722-0991 
Frontenac Community Mental Health Services (24 hour crisis line): (613) 544-4229  
Canadian Mental Health Association 
National Alliance on Mental Illness 
IMAlive Online Crisis Center 
SexualityandU 
Your local distress hotline 
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Consent Form 
 
Please read the following with regards to your participation in the study entitled: Psychosocial 
Function in Women with Symptoms of Persistent Genital Arousal. 

 
Women Without Symptoms of Persistent Genital Arousal 

 
I consent to the information contained in the Letter of Information and understand what is 
required for participation in the study. I understand that I will complete a series of questions 
online. I also understand that research assistants are available by telephone or e-mail should I 
have any questions or require further information about any aspect of the study. I understand that 
some of the questions are quite personal in nature, and that some of them concern sensitive 
topics. I understand that my participation in the study is completely voluntary and that I am free 
to withdraw at any time. I understand that to withdraw from the study, I may select ‘decline 
response’ for any and all remaining questions. I also understand that my confidentiality will be 
protected throughout the study, and that the information I give will be available only to 
researchers with relevant scholarly interests.  
 
As a thank you for your time and effort, upon completing the survey you will receive your choice 
of an amazon gift card valued at $10 CND (or equivalent) from Amazon.ca, Amazon.com, 
Amazon.co.uk, or Amazon.com.au. Or you can choose to donate the $10 to a women's health 
organization. If there are any parts of the survey you do not wish to complete, you can select the 
'decline response' option, and you will still be eligible to receive the $10. 
  
Should I have further questions, I understand that I can contact any of the following individuals: 
  
For questions related to the survey or the research goals: 
6. Robyn Jackowich (613-533-3276; sex.lab@queensu.ca), Master’s Student, Department of 

Psychology, Queen's University 
7. Dr. Caroline Pukall (613-533-3200; caroline.pukall@queensu.ca), Professor, Department of 

Psychology, Queen's University 
  
For questions related to ethical considerations: 
• General Research Ethics Board, Queen’s University, (613-533-6081; GREB@queensu.ca) 

I have read the above statements and freely consent to participate in this research:  

☐ Yes 
☐ No 
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Letter of Information 
Psychosocial Function in Women with Symptoms of Persistent Genital Arousal 

Women with Symptoms of Vulvar Pain 
  

PLEASE NOTE: To print a copy of this letter of information so that you may refer back to it 
throughout the survey, please select ‘print’ in your browser window now. You may also 
request a digital copy by emailing sex.lab@queensu.ca.  
  
Investigators: 
Caroline Pukall, Ph.D., Professor, Department of Psychology, Queen’s University, Kingston, 
ON, Canada 
Robyn Jackowich, B.A., M.Sc. Student, Department of Psychology, Queen’s University, 
Kingston, ON, Canada 
Katrina Bouchard, M.Sc., Ph.D. Student, Department of Psychology, Queen’s University, 
Kingston, ON, Canada 
Allan Gordon, MD, Wasser Pain Management Centre, Mount Sinai Hospital, Toronto, ON, 
Canada 
Leah Pink, RN, Wasser Pain Management Centre, Mount Sinai Hospital, Toronto, ON, Canada 
  
Introduction: 
You are being invited to participate in a research study directed by researchers in the Department 
of Psychology at Queen’s University in Kingston and the Pain Management Center at Mount 
Sinai Hospital in Toronto. This study seeks to understand the impact of persistent genital arousal 
symptoms on women's psychosocial function. Persistent genital arousal is a poorly understood 
and sometimes very distressing health concern in women. We are interested in learning more 
about the symptom presentation, psychological health, and social adjustment of women with 
feelings of persistent genital arousal.  In addition we are interested in how persistent genital 
arousal differs from, or is similar to, other forms of genital discomfort, such as vulvar pain.  
 
We hope this information will help inform health professionals regarding treatment options for 
those who are distressed by these symptoms, while increasing medical and public recognition of 
this condition. 
  
Purpose of the Study: 
The purpose of the study is to examine (1) symptom presentation, (2) psychological and social 
functioning, (3) healthcare experiences, and (4) relationship and sexual function of women with 
feelings of persistent genital arousal. We will compare these factors to women experiencing 
other forms of genital discomfort (i.e. vulvar pain) and to women without any pain or persistent 
arousal symptoms. 
  
Eligibility: 
In order to participate, you must be a woman experiencing vulvar pain symptoms, for at least 
three months. You must speak, read, and write English fluently, and be 18 years of age or older. 
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Study Procedures: 
Your participation in this study is voluntary and you are free to withdraw at any time by simply 
closing your web browser. Should you choose to participate, you will complete a variety of 
questionnaires online. The questionnaires will take approximately 60-90 minutes to complete and 
will contain questionnaires asking for information on sociodemographic information (e.g., age, 
education), your persistent genital arousal symptoms and/or vulvar pain symptoms, and 
treatment history, life experiences, sexual functioning, mental and physical health and sense of 
social support. Members of the research team will be available by phone and e-mail to answer 
any questions that you may have about the questionnaires and/or the study. 
  
You are able to go back to previously completed pages by pressing the Back button. If you 
cannot complete all questionnaires at the same time, you may press the Save and Exit button. 
You will be given a URL to use when you wish to resume the survey. You may copy this link 
yourself, or you may choose to have the survey program e-mail you the link. If you Save and 
Exit, you MUST use this link to resume. 
 
If you prefer to complete the survey on paper, please send us an e-mail at sex.lab@queensu.ca. 
 
This study has been granted clearance according to the recommended principles of Canadian 
ethics guidelines and Queen’s University ethics policies. 
 
Compensation: 
As a thank you for your time and effort, upon completing the survey you will receive your choice 
of an amazon gift card for $10 CND (or equivalent) from Amazon.ca, Amazon.com, 
Amazon.co.uk, or Amazon.com.au. Or you can choose to donate the $10 to a women's health 
organization. If there are any parts of the survey you do not wish to complete, you can select the 
'decline response' option, and you will still be eligible to receive the $10. 
 
We have unfortunately experienced fraudulent claims in the past for compensation. For this 
reason, we will be collecting IP addresses with the email addresses for compensation. This 
information is not linked to your survey data and therefore your survey data remains anonymous. 
If we suspect fraudulent responses or duplicate claims for compensation based on IP address 
information, we will withhold compensation. If you do not receive compensation within ‘2-
week’ time, please contact us at sex.lab@queensu.ca 
  
Advantages of Participating in this Study: 
There are no direct benefits of participating in this study. The information gathered in the study 
may help increase our understanding of how feelings of persistent genital arousal and vulvar pain 
affect a woman’s physical, mental, and sexual health.  
  
Disadvantages of Participating in this Study: 
There are no known physical, psychological, economic, or social risks associated with 
participating in this study. However, some of the questions cover sensitive topics, such as pain, 
mental health, and sexual functioning. It is possible that you might experience some discomfort 
answering these questions. However, you are not in any way obligated to answer any material 
that you find objectionable or that makes you feel uncomfortable; there will be a decline 
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response option for each question. You may also withdraw from the study at any time. 
  
Confidential Nature of this Study: 
Your participation in this study is strictly confidential. The investigators will take all reasonable 
measures to protect the confidentiality of your records. At no point during the questionnaire do 
we ask for personal information that can be identifying (e.g. name, address, city). You will not 
be identified in any publication or reports of this research; data will be aggregated in all reports 
of this study. All answers are strictly confidential and will be kept safe on a private and secure 
server located at Queen’s University. 
  
Discontinuation of this Study: 
You are under no obligation to participate in this study, and your acceptance or refusal will not 
affect access to services. Furthermore, you may choose to withdraw at any time without penalty 
and you may refuse to answer any of the questions that you are asked without providing an 
explanation for your refusal to answer. All of the online questions have a “decline response” 
option that you may choose should you decide that you do not want to provide an answer. If you 
wish to have your answers deleted by the research team, please contact our research coordinator 
at sex.lab@queensu.ca. Please note that if you wish to have your answers deleted, you should 
make this request as soon as possible. Once the answers are grouped and included in a research 
report, we will be unable to go back and remove the answers from individuals.     
 
If you would like further information about the study, or have additional questions or concerns 
about the content of the survey, please direct your queries to Robyn Jackowich at 
sex.lab@queensu.ca or her supervisor, Dr. Caroline Pukall, at caroline.pukall@queensu.ca. Any 
ethical concerns about the study may be directed to the Queen's University General Research 
Ethics Board, by phone: 613-533-6081, or email: GREB@queensu.ca. 
  
The questions included in this survey are for research purposes only, and will be kept completely 
confidential. They are not meant to diagnose a physical disorder, psychological disorder, or be in 
any way meant to determine whether you need psychological treatment. That being said, some of 
the questions in this survey are sensitive in nature. If you are feeling distressed, please consult 
the following sources for help. 
  
Telehealth Ontario: 1-866-797-0000   
Toronto Distress Centre: 416-408-4357  
National Hopeline Network: 1-800-422-4673   
Ottawa and Area Crisis Line (24 hour crisis line): 1-866-722-0991 
Frontenac Community Mental Health Services (24 hour crisis line): (613) 544-4229  
Canadian Mental Health Association 
National Alliance on Mental Illness 
IMAlive Online Crisis Center 
SexualityandU 
Your local distress hotline 
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Consent Form 
 
Please read the following with regards to your participation in the study entitled: Psychosocial 
Function in Women with Symptoms of Persistent Genital Arousal. 

Women with Symptoms of Vulvar Pain. 
 
I consent to the information contained in the Letter of Information and understand what is 
required for participation in the study. I understand that I will complete a series of questions 
online. I also understand that research assistants are available by telephone or e-mail should I 
have any questions or require further information about any aspect of the study. I understand that 
some of the questions are quite personal in nature, and that some of them concern sensitive 
topics. I understand that my participation in the study is completely voluntary and that I am free 
to withdraw at any time. I understand that to withdraw from the study, I may select ‘decline 
response’ for any and all remaining questions. I also understand that my confidentiality will be 
protected throughout the study, and that the information I give will be available only to 
researchers with relevant scholarly interests.  
 
As a thank you for your time and effort, upon completing the survey you will receive your choice 
of an amazon gift card valued at $10 CND (or equivalent) from Amazon.ca, Amazon.com, 
Amazon.co.uk, or Amazon.com.au. Or you can choose to donate the $10 to a women's health 
organization. If there are any parts of the survey you do not wish to complete, you can select the 
'decline response' option, and you will still be eligible to receive the $10. 
  
Should I have further questions, I understand that I can contact any of the following individuals: 
  
For questions related to the survey or the research goals: 
8. Robyn Jackowich (613-533-3276; sex.lab@queensu.ca), Master’s Student, Department of 

Psychology, Queen's University 
9. Dr. Caroline Pukall (613-533-3200; caroline.pukall@queensu.ca), Professor, Department of 

Psychology, Queen's University 
  
For questions related to ethical considerations: 
• General Research Ethics Board, Queen’s University, (613-533-6081; GREB@queensu.ca) 

I have read the above statements and freely consent to participate in this research:  

☐ Yes 
☐ No 
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Appendix D 

Online Survey 

PAGE	1					
Please	answer	the	following	sociodemographic	questions.	
	
How	old	are	you?		_______________	
	
Where	do	you	currently	live?	(Please	select	one)	

☐Canada	 	 	 ☐Australia	 	 	 	
☐United	States	 	 	 ☐Middle	East	 	 	 	
☐Eastern	Europe	 	 ☐Latin/South	America	
☐Western	Europe	 	 ☐Caribbean	
☐Africa	 	 	 	 ☐Decline	Response	
☐Asia	 	 	 	 ☐Other:_________________	

	
With	which	culture	do	you	mostly	identify	yourself	with?	(Please	select	one)	

☐Canadian	 	 	 ☐Middle	Eastern	 	 ☐Quebecoise	 	 	 	
☐Latin/South	American	 	 ☐American	 	 	 ☐Caribbean	
☐Irish/Scottish/Welsh	 	 ☐Asian	 	 	 	 ☐Aboriginal	 	 	 	
☐East	Indian	 	 	 ☐Eastern	European	 	 ☐French	Canadian	
☐Western	European	 	 ☐African	 	 	 ☐Australian	 	
☐Decline	Response	 	 ☐Other:_________________	 	 	

	
What	is	your	native	language?	(Please	select	one)	

☐English	 	 	 ☐Decline	Response	 	 	
☐French	 	 	 ☐Other:_________________	 	

	
What	is	your	religious	upbringing?	(Please	select	one)	 	

☐Catholic	 	 	 ☐Jewish	 	 	 ☐Protestant	 	
☐Christian	 	 	 ☐Muslim	 	 	 ☐Mormon	 	 	
☐Jehovah	Witness	 	 ☐Hindu		 	 	 ☐Buddhist	 	 	

	 ☐Native		 	 	 ☐Spiritual,	no	label	 	 ☐Agnostic	
☐Atheist	 	 	 ☐None	 	 	 	 ☐Decline	Response	
☐Other:_________________	 	 	 	

	
Do	you	currently	identify	with	any	religious	community?	(please	select	one)	

☐Yes	 	 	 	 	
☐No	 	 	 	 	
☐Decline	Response	 	
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Please	identify	your	current	religious	affiliation.	(Please	select	one)	 	
☐Catholic	 	 	 ☐Jewish	 	 	 ☐Protestant	 	
☐Christian	 	 	 ☐Muslim	 	 	 ☐Mormon	 	 	
☐Jehovah	Witness	 	 ☐Hindu		 	 	 ☐Buddhist	 	 	

	 ☐Native		 	 	 ☐Spiritual,	no	label	 	 ☐Agnostic	
☐Atheist	 	 	 ☐None	 	 	 	 ☐Decline	Response	
☐Other:_________________	

	
What	is	the	highest	level	of	formal	education	you	have	received?	(Please	select	one)	 	

☐Some	high	school	 	 	 	 	 ☐High	school	graduate	 	
☐Some	trade	school	 	 	 	 	 ☐Trade	school	graduate		
☐Some	college/undergraduate	courses	 	 	 ☐College/undergraduate	degree	

	 ☐Some	graduate	school/professional	training	 	 ☐Graduate/professional	degree	
	 ☐Decline	Response	 	 	 	 	 ☐Other:_________________	
	
What	is	your	current	primary	occupation?	(Please	select	one)	 	

☐Employed	full-time	 	 	 ☐Employed	part-time	 	 ☐Unemployed	 	
☐Retired	 	 	 	 ☐Full-time	student	 	 ☐Part-time	student	 	
☐Seeking	disability	 	 	 ☐On	disability/medical	leave	 ☐Workfare/welfare	

	 ☐Stay-at-home	parent	 	 	 ☐On	parental	leave	 	 ☐Decline	Response	
☐Other:_________________	

	
What	is	the	approximately	total	annual	income	of	your	household	(before	taxes,	in	US	dollars)?	If	you	
are	still	financially	dependent	on	your	parents,	you	may	include	their	income	in	this	calculation.	Please	
visit	the	following	website	(http://finance.yahoo.com/currency-converter/)	to	assist	with	currency	
conversion.	The	currency	converter	can	be	used	for	more	countries	outside	of	the	USA.	

☐$0-9,999	 	 	 ☐$10,000-19,999	 	 	 ☐$20,000-29,999	
☐$30,000-39,999	 	 ☐$40,000-49,999	 	 	 ☐$50,000-59,999	 	
☐$70,000-79,999	 	 ☐$80,000-89,999	 	 	 ☐$90-000-99,999	
☐$100,000-149,999	 	 ☐$150,000-250,000	 	 	 ☐$250,000+	
☐Decline	Response	

	
What	is	your	gender?	(please	select	one)	

☐Woman	 	 	 ☐Man	 	 	 	 	 ☐Trans	Woman	
☐Trans	Man	 	 	 ☐Gender	Queer/Androgynous	 	 ☐Decline	Response	
☐Other:_________________	

	
Which	of	the	following	best	describes	your	current	relationship	status?	(please	select	one)	

☐Single	(never	married)		 	 	 	
☐Single	(divorced,	separated,	widowed)		
☐Causally	dating	 	 	 	 	 	
☐Dating	partner(s)	regularly	
☐Dating	partner(s)	regularly	–	long	distance	 	
☐Living	with	partner(s),	but	not	married/common	law/bound	by	commitment	ceremony		
☐Married/common	law/commitment	ceremony		 	
☐Decline	Response	 	 	
☐Other:_________________	

	



 

 153	

What	is	your	partner’s	gender?	(please	select	one)	
☐Woman	 	 	 ☐Man	 	 	 	 	 ☐Trans	Woman	
☐Trans	Man	 	 	 ☐Gender	Queer/Androgynous	 	 ☐N/A	(no	partner)	
☐Decline	Response	 	 ☐Other:_________________	

	
What	is	your	sexual	orientation?	(please	select	one)	

☐Heterosexual	 	 ☐Gay/Lesbian	 	 	 ☐Bisexual	
☐Queer		 	 ☐Asexual	 	 	 ☐Decline	Response	
☐Other:_________________	

	
Where	did	you	hear	about	this	study?	

☐Poster		 	 	 ☐Newspaper	(online	or	in	print)		 ☐Radio	Ad	
☐Facebook	Ad	 	 	 ☐List-serv	 	 	 	 ☐Word	of	mouth	
☐Past	Participant	by	the	Queen’s	University	Sexual	Health	Research	Lab	
☐Website	Ad	 	 	 ☐Support	Group	 	 	
☐Doctor	or	Health	Care	Provider			 	 	 	 	 ☐Decline	Response	
☐Other:_________________	
	

If	you	encountered	any	problems	with	the	survey	so	far	or	would	like	to	provide	us	with	any	
comments	or	feedback,	please	include	those	in	the	space	below.	If	you	do	not	have	any	
comments	or	feedback,	you	may	leave	this	space	blank.	
	

									Please	do	not	hesitate	to	contact	us	with	any	questions:	sex.lab@queensu.ca	
	
	
PAGE	2	
Please	answer	the	following	questions	about	your	health	and	medical	history:	
	
Have	you,	or	a	family	member,	ever	been	diagnosed	with	the	following	conditions:	
Please	select	all	that	apply.	You	may	need	to	select	more	than	one	box	if	for	example,	both	you	and	a	
family	member	have	been	diagnosed	with	the	same	condition.	
	 I	have	been	

diagnosed	
with	this	
condition	

A	family	
member	was	
diagnosed	

I	have	never	
been	

diagnosed	
with	this	
condition	

Decline	
Response	

If	diagnosed,	
how	old	were	
you	when	you	
received	this	
diagnosis:	

Amyotrophic	Lateral	
Sclerosis	(ALS)	

☐	 ☐	 ☐	 ☐	 	

Carpal	Tunnel/pain	in	
arm	or	hand	from	
excessive	use	

☐	 ☐	 ☐	 ☐	 	

Central	sensitization	 											☐					 											☐					 ☐	 ☐	 	
Diabetes	 ☐	 ☐	 ☐	 ☐	 	
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Ehlers-Danlos	

syndrome,	Type	3	

☐	 ☐	 ☐	 ☐	 	

Epstein-Barr	Virus	 ☐	 ☐	 ☐	 ☐	 	

Fibromyalgia	 ☐	 ☐	 ☐	 ☐	 	

Hashimoto's	

Thyroiditis	

☐	 ☐	 ☐	 ☐	 	

Hypothyroidism	 ☐	 ☐	 ☐	 ☐	 	

Interstitial	cystitis	 ☐	 ☐	 ☐	 ☐	 	

Irritable	Bowel	

Syndrome	

☐	 ☐	 ☐	 ☐	 	

Lupus	 ☐	 ☐	 ☐	 ☐	 	

Mononucleosis	 ☐	 ☐	 ☐	 ☐	 	

Multiple	Sclerosis	 ☐	 ☐	 ☐	 ☐	 	

Parkinson's	disease	 ☐	 ☐	 ☐	 ☐	 	

Phlebitis	

(inflammation	of	vein)	

in	the	arm	or	hand	

☐	 ☐	 ☐	 ☐	 	

Post	Traumatic	Stress	

Disorder	(PTSD)	

☐	 ☐	 ☐	 ☐	 	

Prolapse	of	bladder	 ☐	 ☐	 ☐	 ☐	 	

Prolapse	of	uterus	 ☐	 ☐	 ☐	 ☐	 	

Prolapse	of	vagina	 ☐	 ☐	 ☐	 ☐	 	

Prolapse	of	small	

bowel	

☐	 ☐	 ☐	 ☐	 	

Prolapse	of	rectum	 ☐	 ☐	 ☐	 ☐	 	

Restless	Leg	

Syndrome	

☐	 ☐	 ☐	 ☐	 	

Rheumatoid	Arthritis	 ☐	 ☐	 ☐	 ☐	 	

Sacroiliac	Joint	

Dysfunction	(SIJD)	
☐	 ☐	 ☐	 ☐	 	

Severe	food	allergies	 ☐	 ☐	 ☐	 ☐	 	

Shingles	 ☐	 ☐	 ☐	 ☐	 	

Sleep	Apnea	 ☐	 ☐	 ☐	 ☐	 	

Temporomandibular	

Joint	Disorder	

☐	 ☐	 ☐	 ☐	 	

Tourette	Syndrome	 ☐	 ☐	 ☐	 ☐	 	

Other:	

	

☐	 ☐	 ☐	 ☐	 	

Other:	

	

☐	 ☐	 ☐	 ☐	 	

Other:	

	

☐	 ☐	 ☐	 ☐	 	

Please	provide	us	with	information	about	your	childbirth	history.	For	each	of	the	following,	please	
indicate	the	number	of	times	if	applicable	and	your	age.	
If	you	have	delivered,	please	indicate	the	weight	of	each	baby	(in	pounds)	in	the	row	that	corresponds	

with	the	method	of	delivery.		

		 Please	 Please	enter	 Weight	of	 Weight	of	 Weight	 Weight	 Weight	of	
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indicate	

how	

many:	

your	age	for	

each.	If	there	

are	more	than	

one,	separate	

the	ages	with	a	

comma	(i.e.	25,	

28).		

baby	1	 baby	2	 of	baby	

3	

of	baby	4	 baby	5	

Pregnancies	

	

		 		 		 		 		 		 		

Miscarriages	

		

		 		 		 		 		 		 		

Terminations	

	

		 		 		 		 		 		 		

Vaginal	

deliveries		

		 		 		 		 		 		 		

C-section	

deliveries		

		 		 		 		 		 		 		

Assisted	

deliveries	(i.e.	

forceps,	

ventouse)		

		 		 		 		 		 		 		

	

Are	you	currently	pregnant?	
☐			No	
☐	Decline	Response	
☐	Yes	(please	specify	the	number	of	weeks):	

	

How	many	months	has	it	been	since	your	last	period?	
☐	<2	Months	

☐	2-12	Months	

☐	>12	Months	

☐	I	have	undergone	chemical	menopause	

☐	I	have	undergone	surgical	menopause	

☐	Decline	response	
	
If	you	encountered	any	problems	with	the	survey	so	far	or	would	like	to	provide	us	with	any	

comments	or	feedback,	please	include	those	in	the	box	below.	If	you	do	not	have	any	
comments	or	feedback,	you	may	leave	this	box	blank.		
	

								Please	do	not	hesitate	to	contact	us	with	any	questions:	sex.lab@queensu.ca	

PAGE	3	
	

The	following	diagram	depicts	the	anatomy	of	a	typical	woman	from	the	front,	from	the	side,	

and	from	the	gynecological	position.	Please	use	the	diagrams	below	to	share	where	you	

experience	symptoms.	Please	answer	the	subsequent	questions	about	the	symptoms	you	

experience	in	the	areas	you	selected	here,	unless	otherwise	specified.	
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**Please	note	that	the	vulva	consists	of	the	pubic	area	(or	'mons'),	clitoris,	outer	lips,	inner	lips,	
urethra,	and	the	vulvar	vestibule	(i.e.,	the	opening	of	the	vagina)**	
		

	
		
Do	you	currently,	or	have	you	ever,	experienced	persistent	feelings	of	arousal	in	your	
genitals?	Persistent	arousal	being	defined	as	physical	arousal	(such	as	genital	swelling,	genital	
sensitivity,	lubrication,	nipple	sensitivity	and/or	nipple	swelling)	that	occurs	for	an	extended	
period	of	time	(such	as	hours	or	days).	
	
☐ 	Yes,	I	currently	experience	persistent	genital	arousal		
☐ 	Yes,	I	previously	experienced	persistent	genital	arousal	but	it	is	currently	managed	(i.e.	with	
treatment)	
☐ 	No,	I	have	never	experienced	persistent	genital	arousal	
		
Do	you	currently,	or	have	you	ever,	experienced	vulvar	pain	(i.e.	pain	in	the	pubic	area,	labia	
majora,	labia	minora,	urethra,	and/or	the	vuvlar	vestibule--the	opening	of	the	vagina)	for	a	
duration	of	3	months	or	longer?	
☐ 	Yes,	I	currently	experience	vulvar	pain		
☐ 	Yes,	I	previously	experienced	vulvar	pain	but	it	is	currently	managed	(i.e.	with	treatment)		
☐ 	No,	I	have	never	experienced	vulvar	pain	
	
Have	you	ever	been	diagnosed	with	any	of	the	following	pelvic/urogenital	conditions	by	a	
health	professional?	Select	all	that	apply.	
☐ 	Chronic	constipation		
☐ 	Chronic	Pelvic	Pain		
☐ 	Endometriosis		
☐ 	Dysmenorrhea		
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☐ 	Generalized	Vulvodynia	(GVD)		
☐ 	Hypersexuality	
☐ 	Interstitial	Cystitis/Painful	Bladder	Syndrome		
☐ 	Irritable	Bowel	Syndrome		
☐ 	Localized	provoked	vulvodynia		
☐ 	Lichen	Sclerosus	
☐ 	Lichen	Planus		
☐ 	Over-active	bladder		
☐ 	Pelvic	Congestion	Syndrome		
☐ 	Pelvic	Floor	Muscle	Dysfunction		
☐ 	Pelvic	Inflammatory	Disease		
☐ 	Persistent	General	Arousal	Disorder	(PGAD)		
☐ 	Polycystic	Ovary	Syndrome		
☐ 	Pudendal	Nerve	Entrapment		
☐ 	Pudendal	Neuralgia		
☐ 	Provoked	Vestibulodynia	(PVD)		
☐ 	Urinary	tract	infections	(less	than	3	per	year)		
☐ 	Urinary	tract	infections	(3+	per	year)		
☐ 	Uterine	Fibroids		
☐ 	Vaginismus		
☐ 	Vulvar	Vestibulitis	Syndrome	(VVS)		
☐ 	Vulvovaginal	bacterial	infection		
☐ 	Yeast	infections	(less	than	3	per	year)		
☐ 	Yeast	infections	(3+	per	year)		
☐ 	Waiting	for	results		
☐ 	None	of	the	above		
☐ 	Decline	Response		
☐ 	Other:	_______________________________	
		
	
Please	select	all	the	descriptions	below	that	apply	to	you.	The	persistent	genital	arousal	
symptoms	I	have	experienced...			
☐ 	Not	Applicable	-	I	do	not	experience	persistent	genital	arousal		
☐ 	Are	spontaneous	(i.e.	occur	out	of	the	blue)		
☐ 	Are	persistent	(they	last	for	a	long	time,	like	for	days	or	hours)		
☐ 	Are	intrustive	(they	interfere	with	my	life	in	a	bad	way)			
☐ 	Are	unwanted		
☐ 	Are	distressing		
☐ 	Are	unpleasant		
☐ 	Are	provoked	by	non-sexual	factors	(e.g.,	riding	in	a	car)		
☐ 	Are	provoked	by	sexual	factors	(e.g.,	during	sexual	activity)		
☐ 	Are	not	related	to	feelings	of	sexual	desire	("wanting"	to	have	sexual	activity)		
☐ 	Do	not	go	away	at	all	after	I	have	an	orgasm			
☐ 	Do	not	go	away	at	all	after	having	more	than	one	orgasm		
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☐ 	Do	not	go	away	at	all	after	self-management	techniques	(e.g.,	distraction,	cold	application)		
☐ 	Get	better	(but	are	still	present)	after	I	have	an	orgasm		
☐ 	Get	better	(but	are	still	present)	after	I	have	more	than	one	orgasm		
☐ 	Get	better	(but	are	still	present)	after	self-managmement	techniques	(e.g.,	distraction,	cold	
application)		
☐ 	Disappear	after	I	have	an	orgasm		
☐ 	Disappear	after	I	have	more	than	one	orgasm		
☐ 	Disappear	after	self-management	techniques	(e.g.,	distraction,	cold	application)		
☐ 	Are	in	my	genitals	but	do	not	reflect	what	is	happening	in	terms	of	my	head	(my	genitals	feel	
sexually	turned	on,	but	my	mind	is	not)		
☐ 	Reflect	what	is	happening	in	my	head	(when	my	genitals	are	turned	on	sexually,	my	mind	is	
too)		
☐ 	Other:	_____________________________________________________________	
		
Have	you	engaged	in	any	sexual	activity	in	the	last	three	months?			
Sexual	activity	is	defined	as	any	activity	(genital	or	otherwise)	either	by	yourself	or	with	a	
partner,	for	sexual	pleasure.			
☐ 	Yes	-	I	have	engaged	in	sexual	activity	over	the	last	three	months		
☐ 	No	-	I	have	not	engaged	in	any	sexual	activity	over	the	last	three	months		
☐ 	Decline	Response		
		
If	you	encountered	any	problems	with	the	survey	so	far	or	would	like	to	provide	us	with	any	
comments	or	feedback,	please	include	those	in	the	box	below.	If	you	do	not	have	any	
comments	of	feedback,	you	may	leave	this	box	blank.		
		
		
		
		

	Please	do	not	hesitate	to	contact	us	with	any	questions:	sex.lab@queensu.ca	
	
	
	
	
	
PAGE	4	
Persistent	Genital	Arousal	Questions	
This	next	series	of	questions	will	ask	about	how	you	currently	experience	persistent	genital	arousal	
symptoms,	and	what	it	was	like	when	your	symptoms	first	started.	This	includes	questions	about	what	
makes	the	symptoms	better	or	worse,	how	long	your	symptoms	typically	last,	and	the	amount	of	
discomfort	and/or	distress	that	they	cause	you.	
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NOTE:	If	you	do	not	currently	experience	persistent	genital	arousal	symptoms	because	of	treatment	or	
self-management	strategies,	please	answer	the	questions	with	respect	to	when	you	did	experience	
symptoms.	
	
What	age	did	you	first	start	experiencing	persistent	genital	arousal	symptoms?		
	
___________________	
		
IF	YOU	EXPERIENCE	BOTH	VULVAR	PAIN	AND	PERSISTENT	GENITAL	AROUSAL:	In	your	opinion	which	
started	first,	the	persistent	genital	arousal	symptoms	or	the	vulvar	pain	symptoms?	How	are	they	
related	to	each	other?	If	you	do	not	experience	both,	please	leave	this	blank	
		
		
		

		
Was	the	onset	of	your	persistent	genital	arousal	symptoms	sudden	or	gradual?			
☐	Sudden		
☐	Gradual		
☐	Decline	Response		
☐	Other:	______________________	
		
Do	you	consider	there	to	be	an	initial	trigger	that	started	your	persistent	genital	arousal	symptoms?	If	
so,	please	select	all	of	the	following	options	that	apply	or	specify	in	the	'other'	box	if	it	is	not	included	
on	this	list.			
☐	First	sexual	experience		
☐	After	repeated	yeast	infections		
☐	After	repeated	bladder	infections		
☐	After	repeated	urinary	tract	infections		
☐	After	a	change	in	sexual	partner		
☐	After	gynecological	surgery		
☐	After	gynecological	treatment	
☐	Major	life	stress	(e.g.	marital	conflict,	financial	problems)		
☐	After	hormonal	treatment	(e.g.,	hormone	replacement	therapy,	testosterone	therapy)		
☐	After	having	started	hormonal	birth	control	methods	(e.g.,	oral	contraceptive	pill,	NuvaRing)		
☐	Vigorous	sexual	activity		
☐	Unwanted	sexual	activity		
☐	After	sexual	intercourse	with	my	regular	partner	(not	first	sexual	experience)		
☐	After	use	of	SSRIs	(antidepressants)		
☐	Injury	to	the	genital	area/straddle	injuries	(i.e.	falling	on	a	balance	beam)		
☐	I	do	not	feel	there	was	a	trigger	that	started	my	persistent	genital	arousal	symptoms		
☐	PGAD	has	always	been	present		
☐	Decline	Response		
☐	Other:	
		
Are	your	persistent	genital	arousal	symptoms...			
☐	Constant	-	Since	your	persistent	genital	arousal	symptoms	first	started,	they	are	always	present	
though	their	intensity	may	increase	or	decrease		
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☐	Intermittent	-	Since	your	persistent	genital	arousal	symptoms	first	started,	you	experience	time	
periods	where	you	are	symptom	free		
☐	Decline	Response		
		
If	intermittent,	what	is	the	average	duration	of	your	persistent	genital	arousal	symptoms?		
If	your	symptoms	are	not	intermittent,	please	select	'Not	Applicable'.	
☐	<1	hour	 	 	 ☐	1-3	hours	 	 	 ☐	3-6	hours	
☐	6-9	hours	 	 	 ☐	9-24	hours	 	 	 ☐	24-48	hours	
☐	between	48-72	hours		 ☐	between	3-5	days	 	 ☐	approximately	1	week		
☐	between	1-2	weeks		 	 ☐	more	than	2	weeks	 	 ☐	Not	Applicable	
☐	Decline	Response	 	 ☐	Other:________________	
		
If	intermittent,	on	average	how	many	separate	instances	of	persistent	genital	arousal	symptoms	do	
you	experience	per	month?	Please	enter	as	a	single	whole	number	(i.e.	6).	
If	your	persistent	genital	arousal	symptoms	are	constant	please	skip	this	question.	
___________	
		
Please	rate	your	discomfort	when	your	persistent	genital	arousal	symptoms	first	started:			0	=	No	
Discomfort	and	10=	Extremely	Uncomfortable	
	
No	Discomfort																																																																																				Extremely	Uncomfortable		
					☐										☐									☐									☐								☐									☐									☐								☐									☐									☐									☐			
					0										1										2									3									4									5									6									7									8									9									10		
☐		Not	Applicable		
		
Please	rate	your	distress	when	your	persistent	genital	arousal	symptoms	first	started:	
0	=	No	Distress	and	10=	Extremely	High	Distress	
		
No	Distress																																																																																											Extremely	High	Distress	
					☐										☐									☐									☐								☐									☐									☐								☐									☐									☐									☐			
						0										1										2									3									4									5									6									7									8									9									10		
☐		Not	Applicable		
		
Please	rate	your	discomfort	with	your	current	persistent	genital	arousal	symptoms:	
0	=	No	Discomfort	and	10=	Extremely	Uncomfortable	
		
No	Discomfort																																																																																				Extremely	Uncomfortable		
					☐										☐									☐									☐								☐									☐									☐								☐									☐									☐									☐			
					0										1										2									3									4									5									6									7									8									9									10		
☐		Not	Applicable		
		
Please	rate	your	distress	with	your	current	persistent	genital	arousal	symptoms:	
0=	No	Distress	and	10=	Extremely	High	Distress	
		
No	Distress																																																																																											Extremely	High	Distress	
					☐										☐									☐									☐								☐									☐									☐								☐									☐									☐									☐			
					0										1										2									3									4									5									6									7									8									9									10		
☐		Not	Applicable		
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Please	rate	the	severity	of	your	persistent	general	arousal	symptoms,	on	average:	
0	=	Extremely	Mild	and	10=	Extremely	Severe	
		
Extremely	Mild																																																																																											Extremely	Severe	
					☐										☐									☐									☐								☐									☐									☐								☐									☐									☐									☐			
						0										1										2									3									4									5									6									7									8									9									10		
☐		Not	Applicable		
		
Would	you	describe	your	persistent	genital	arousal	symptoms	as	physically	painful?	
☐	Yes,	my	symptoms	are	painful		 	 	
☐	No,	my	symptoms	are	not	painful		
☐	Unsure		 	 	 	 	 	
☐	Decline	Response	
		
Do	you	wish	to	get	rid	of,	or	reduce,	your	persistent	genital	arousal	symptoms	(i.e.,	through	
treatment)?	
0=Symptoms	are	completely	wanted	(I	do	not	wish	to	reduce	them	with	treatments)	10=Symptoms	are	
completely	unwanted	(I	wish	to	get	rid	of	the	symptoms	entirely	with	treatment)	
		
Symptoms	Completely																																																																						Symptoms	Completely	
									Wanted																																																																																																		Unwanted	
														☐										☐									☐									☐								☐									☐									☐								☐									☐									☐									☐			
														0										1										2									3									4									5									6									7									8									9									10		
☐		Not	Applicable		
	
	
	
The	following	diagram	depicts	the	anatomy	of	a	typical	woman	from	the	front,	from	the	side,	and	from	
the	gynecological	position.	Please	use	the	diagrams	below	to	share	where	you	experience	symptoms.	
Please	answer	the	subsequent	questions	about	the	symptoms	you	experience	in	the	areas	you	selected	
here,	unless	otherwise	specified.		

**Please	note	that	the	vulva	consists	of	the	pubic	area	(or	'mons'),	clitoris,	outer	lips,	inner	lips,	urethra,	
and	the	vulvar	vestibule	(i.e.,	the	opening	of	the	vagina)**		
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What	symptoms	do	you	experience	associated	with	persistent	genital	arousal?	(check	all	that	apply)	
☐	Clitoral	pain	at	rest		
☐	Clitoral	pain	when	it	is	touched		
☐	Clitoral	"sensitivity"	when	touched		
☐	Clitoral	"erection"		
☐	Persistent	clitoral	erection		
☐	Persistent	sense	of	arousal		
☐	Persistent	sense	of	genital	arousal		
☐	Relief	of	arousal	symptoms	with	an	orgasm		
☐	Spontaneous	orgasm		
☐	Clitoral	erection	without	arousal		
☐	Orgasm	without	clitoral	erection		
☐	Pain	in	the	vulva	at	rest		
☐	Pain	in	the	vulva	with	contact		
☐	Pain	with	sexual	intercourse		
☐	Urinary	urgency	(sudden	urge	to	urinate)		
☐	Urinary	pain	(pain	with	urination)		
☐	Urinary	frequency	(the	need	to	urinate	more	often	than	usual)		
☐	Anorectal	(anus	and	rectum)	pain		
☐	Erect	nipples		
☐	Vaginal	lubrication		
☐	Sense	of	something	in	your	vagina	all	the	time		
☐	Sense	of	something	in	your	vagina	during	some	activities	only		
☐	The	feeling	that	you	are	on	the	verge	of	an	orgasm,	but	without	genital	symptoms		
☐	The	feeling	that	you	are	on	the	verge	of	an	orgasm,	with	genital	symptoms		
☐	Involuntary	vaginal	contractions	without	orgasm		
☐	None	of	the	above		
☐	Decline	Response		
☐	Other:_____________________________________	
Please	answer	the	following	questions	about	spontaneous	orgasms:		
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Yes	

	

No	

	

Unsure	

	

Decline	

Response	

If	yes,	how	many	
orgasms?	(Enter	
a	whole	number,	
i.e.	6)		

Please	specify	the	
time	frame	(i.e.	pre	
night/per	week/per	
month/per	year/ever)	

Do	you	wake	up	in	

the	night	having	

just	had	an	

orgasm,	unrelated	

to	a	romantic	or	

sexual	dream?		

	

☐																							

	

☐	

	

☐	

	

☐	

	 	

Do	you	experience	

spontaneous	

orgasms	during	

the	daytime,	

unrelated	to	any	

sexual	contact?		

	

☐	

	

	

☐	

	

☐	

	

☐	

	 	

	

Do	your	persistent	genital	arousal	symptoms	interfere	with	(please	check	all	that	apply) ☐ Sitting  

☐	Standing		
☐	Lying	down		
☐	Wearing	tight-fitting	clothing		

☐	Walking		

☐	Sleeping		
☐	Working		

☐	Social	activities		
☐	Chores	or	errands		
☐	Activities	involving	direct	pressure	to	the	vulva	(i.e.	bicycle	riding,	horseback	riding)		
☐	Activities	involving	indirect	pressure	to	the	vulva	(i.e.	driving,	walking	up	stairs)		
☐	Sexual	activity		
☐	Mood		

☐	Concentrating	on	activities		
☐	Exercising		
☐	Decline	Response		
☐	Not	Applicable	-	They	do	not	interfere	with	any	activities		
☐	Other:	___________________________		
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Are	there	any	triggers	or	activities	that	make	your	persistent	genital	arousal	symptoms	worse?		

	 	

	

Yes	

	

	

No	

	

	

N/A	

	

	

Decline	
Response	

If	yes,	how	often	does	this	
trigger/activity	occur?		

How	much	does	this	
trigger/activity	
increase	your	
persistent	genital	
arousal	symptoms?	

Anxiety	 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Stress	 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Exercise	 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Swimming	 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Sexual	activity	 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
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☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Sitting		 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Standing		 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Lying	down		 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Sleep		 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Walking		 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
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☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐100%	
	

Tight	clothing		 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Activities	
involving	
direct	
pressure	to	
the	vulva	(i.e.	
bike	riding,	
horse	riding)		

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Activities	
involving	
indirect	
pressure	to	
the	vulva	(i.e.	
driving,	
walking	up	
stairs)	

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Urination		 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

A	full	bladder	 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	



 

 167	

☐Never	or	Rarely	(I	avoid	it)	 	

Bowel	
movement	

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Sexual	stimuli	
(i.e.,	watching	
a	movie	with	
sexual	scenes)		

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

3-4	days	prior	
to	the	start	of	
your	period		

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Ovulation		 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

During	your	
period	

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
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Other:	

	

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Other:	

	

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Other:	

	

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	
☐Never	or	Rarely	(I	avoid	it)	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

	

Are	there	any	activities	that	make	your	persistent	genital	arousal	symptoms	better?		

	 	

	

	

Yes	

	

	

	

No	

	

	

	

N/A	

	

	

	

Decline	
Response	

If	yes,	how	often	do	you	use	
these	strategies?		

What	percentage	of	
relief	from	your	
persistent	genital	
arousal	symptoms	
does	this	give	you?		

Sexual	activity	with	
a	partner		

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
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Sexual	activity	by	
yourself		

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Exercise		 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Swimming		 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Sleep		 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Relaxation	
techniques		

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Using	herbal	
remedies		

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
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☐A	couple	times	per	year	 	

Practicing	
yoga/stretching		

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Doing	something	
that	takes	my	mind	
off	the	symptoms		

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Cold	application		 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Heat	application		 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Body	stroking		 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Hypnosis	 ☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
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☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐100%	
	

Talking	about	your	
symptoms	with	
someone	you	trust	

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Other:	

	

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Other:	

	

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

Other:	

	

☐	 ☐	 ☐	 ☐	 ☐One	per	day	or	more	
☐A	couple	times	per	week	
☐Once	a	week	
☐A	couple	times	per	month	
☐Once	a	month	
☐Less	than	once	a	month	
☐A	couple	times	per	year	

☐0%							☐10%	
☐20%					☐30%	
☐40%					☐50%	
☐60%					☐70%	
☐80%					☐90%	
☐100%	
	

	

We	are	interested	in	information	regarding	the	potential	cause(s)	of	your	persistent	genital	arousal	
symptoms.	Below	is	a	list	of	factors	which	may	be	related	to	persistent	genital	arousal.	Please	indicate	
if	you	feel	that	this	may	be	the	cause	of	your	persistent	genital	arousal	symptoms,	and	whether	you	
have	sought	medical	attention	investigate	this	cause.	
		
		 I	believe	my	persistent	genital	

arousal	symptoms	might	be	
caused	by	this	

I	have	sought	tests/healthcare	
advice	to	confirm	this	

A	pelvic	injury		 ☐	Yes		
☐	No	

☐	Yes		
☐	No	
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☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response		

☐	Not	applicable		
☐	Decline	response		

A	change	in	vaginal	blood	flow	 ☐	Yes		
☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response	

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	

Entrapment	of	the	pudendal	
nerves	(confirmed	with	MRI)	

☐	Yes		
☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response	

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	

Tarlov	cysts	(confirmed	with	
MRI)	

☐	Yes		
☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response	

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	

Psychotropic	meds	(i.e.	
benzodiazepines,	SSRIs,	SNRIs,	
MAOIs,	tricyclic	antidepressants	
etc.)		

☐	Yes		
☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response	

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	

Brain	injury	or	change	in	your	
neurochemistry		

☐	Yes		
☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response	

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	

Childbirth	(C-section)	 ☐	Yes		
☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response	

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	

Childbirth	(vaginal	delivery)	 ☐	Yes		
☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response	

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	

Childbirth	(assisted-forceps	or	
ventouse)		

☐	Yes		
☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response	

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	

Spinal	injury	 ☐	Yes		
☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	
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☐	Decline	response	
Surgery	 ☐	Yes		

☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response	

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	

Psychological	stressors	 ☐	Yes		
☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response	

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	

Accidents	involving	multiple	
injuries	

☐	Yes		
☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response	

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	

Trauma	 ☐	Yes		
☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response	

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	

Sports	in	childhood/teens	which	
resulted	in	tress	to	the	pelvic	
area	(i.e.	weightlifting,	squats,	
splits)		

☐	Yes		
☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response	

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	

Other:	_______________	 ☐	Yes		
☐	No	
☐	Unsure	
☐	I	don’t	know	what	this	is		
☐	Decline	response	

☐	Yes		
☐	No	
☐	Not	applicable		
☐	Decline	response	

		
	
If	you	encountered	any	problems	with	the	survey	so	far	or	would	like	to	provide	us	with	any	
comments	or	feedback,	please	include	those	in	the	box	below.	If	you	do	not	have	any	comments	of	
feedback,	you	may	leave	this	box	blank.		
		
		
		
		

	Please	do	not	hesitate	to	contact	us	with	any	questions:	sex.lab@queensu.ca	
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PAGE	5	
Vulvar	Pain	Questions	
This	next	series	of	questions	will	ask	about	how	you	currently	experience	vulvar	pain	symptoms,	and	
what	it	was	like	when	your	symptoms	first	started.	This	includes	questions	about	what	makes	the	
symptoms	better	or	worse,	how	long	your	symptoms	typically	last,	and	the	amount	of	discomfort	and/or	
distress	that	they	cause	you.	NOTE:	If	you	do	not	currently	experience	vulvar	pain	symptoms	because	
of	treatment	or	self-management	strategies,	please	answer	the	questions	with	respect	to	when	you	
did	experience	symptoms.		
	
What	age	did	you	first	start	experiencing	vulvar	pain?	
	
_____________________	
	
Was	the	onset	of	your	vulvar	pain	sudden	or	gradual?	
☐	Sudden		 	 	 ☐	Gradual		
☐	Decline	response		 	 ☐	Other:	____________	
		
Is	your	vulvar	pain...	
☐	Constant	-	Since	your	vulvar	pain	first	started,	it	is	always	present	though	the	intensity	may	increase	or	
decrease	
☐	Intermittent	-	Since	your	vulvar	pain	first	started,	you	experience	time	periods	where	you	are	pain	free	
☐	Decline	Response	
		
If	intermittent,	what	is	the	average	duration	of	your	vulvar	pain	symptoms?	
If	your	symptoms	are	not	intermittent,	please	select	'Not	Applicable'	from	the	drop	down	list.	
☐	<1	hour	 	 	 ☐	1-3	hours	 	 	 ☐	3-6	hours	
☐	6-9	hours	 	 	 ☐	9-24	hours	 	 	 ☐	24-48	hours	
☐	between	48-72	hours		 ☐	between	3-5	days	 	 ☐	approximately	1	week		
☐	between	1-2	weeks		 	 ☐	more	than	2	weeks	 	 ☐	Not	Applicable	
☐	Decline	Response	 	 ☐	Other:________________	
		
If	intermittent,	on	average	how	many	separate	instances	of	vulvar	pain	do	you	experience	per	month?	
Please	enter	as	a	single	whole	number	(i.e.	6).	
If	your	vulvar	pain	is	constant	please	skip	this	question.	
	
______________________	
		
	
Please	rate	your	discomfort	from	your	vulvar	pain	when	it	first	started:	
0	=	No	Discomfort	and	10=	Extremely	Uncomfortable		
		
No	Discomfort																																																																																				Extremely	Uncomfortable		
					☐										☐									☐									☐								☐									☐									☐								☐									☐									☐									☐			
					0										1										2									3									4									5									6									7									8									9									10		
☐		Not	Applicable		
	
	
	



 

 175	

Please	rate	your	distress	experienced	when	your	vulvar	pain	first	started:	
0	=	No	Distress	and	10=	Extremely	High	Distress	
		
No	Distress																																																																																											Extremely	High	Distress	
					☐										☐									☐									☐								☐									☐									☐								☐									☐									☐									☐			
					0										1										2									3									4									5									6									7									8									9									10		
☐		Not	Applicable		
	
Please	rate	your	discomfort	with	your	current	vulvar	pain:	
0	=	No	Discomfort	and	10=	Extremely	Uncomfortable	
		
No	Discomfort																																																																																				Extremely	Uncomfortable		
					☐										☐									☐									☐								☐									☐									☐								☐									☐									☐									☐			
						0										1										2									3									4									5									6									7									8									9									10		
☐		Not	Applicable		
	
Please	rate	your	distress	with	your	current	vulvar	pain:	
0	=	No	Distress	and	10=	Extremely	High	Distress	
		
No	Distress																																																																																											Extremely	High	Distress	
					☐										☐									☐									☐								☐									☐									☐								☐									☐									☐									☐			
					0										1										2									3									4									5									6									7									8									9									10		
☐		Not	Applicable		
	
Please	rate	the	severity	of	your	vulvar	pain	symptoms,	on	average:	
0	=	Extremely	Mild	and	10=	Extremely	Severe	
	
Extremely	Mild																																																																																											Extremely	Severe	
					☐										☐									☐									☐								☐									☐									☐								☐									☐									☐									☐			
					0										1										2									3									4									5									6									7									8									9									10		
☐		Not	Applicable		
	
The	following	diagram	depicts	the	anatomy	of	a	typical	woman	from	the	front,	from	the	side,	and	from	
the	gynecological	position.	Please	use	the	diagrams	below	to	share	where	you	experience	symptoms.	
Please	answer	the	subsequent	questions	about	the	symptoms	you	experience	in	the	areas	you	selected	
here,	unless	otherwise	specified.	
		
**Please	note	that	the	vulva	consists	of	the	pubic	area	(or	'mons'),	clitoris,	outer	lips,	inner	lips,	urethra,	
and	the	vulvar	vestibule	(i.e.,	the	opening	of	the	vagina)**	
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What	symptoms	do	you	experience	associated	with	vulvar	pain?	(Check	all	that	apply)	
☐	Clitoral	pain	at	rest	
☐	Clitoral	pain	when	it	is	touched	
☐	Clitoral	"sensitivity"	when	touched	
☐	Clitoral	"erection"	
☐	Persistent	clitoral	erection	
☐	Persistent	sense	of	arousal	
☐	Persistent	sense	of	genital	arousal	
☐	Relief	of	arousal	symptoms	with	an	orgasm	
☐	Spontaneous	orgasm	
☐	Clitoral	erection	without	arousal	
☐	Orgasm	without	clitoral	erection	
☐	Pain	in	the	vulva	at	rest	
☐	Pain	in	the	vulva	with	contact	
☐	Pain	with	sexual	intercourse	
☐	Urinary	urgency	(sudden	urge	to	urinate)	
☐	Urinary	pain	(pain	with	urination)	
☐	Urinary	frequency	(the	need	to	urinate	more	often	than	usual)	
☐	Anorectal	(anus	and	rectum)	pain	
☐	Erect	nipples	
☐	Vaginal	lubrication	
☐	Sense	of	something	in	your	vagina	all	the	time	
☐	Sense	of	something	in	your	vagina	during	some	activities	only	
☐	The	feeling	that	you	are	on	the	verge	of	an	orgasm,	but	without	genital	symptoms	
☐	The	feeling	that	you	are	on	the	verge	of	an	orgasm,	with	genital	symptoms	
☐	Involuntary	vaginal	contractions	without	orgasm	
☐	None	of	the	above	
☐	Decline	Response	
☐	Other:	_________________________	
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If	you	encountered	any	problems	with	the	survey	so	far	or	would	like	to	provide	us	with	any	
comments	or	feedback,	please	include	those	in	the	box	below.	If	you	do	not	have	any	comments	of	
feedback,	you	may	leave	this	box	blank.		
		
		
		
	
Please	do	not	hesitate	to	contact	us	with	any	questions:	sex.lab@queensu.ca	
	
	
	
	
	
	
PAGE	6	–	McGill	Pain	Questionnaire	(MPQ;	Melzack,	1975)	
The	next	series	of	questions	include	descriptions	that	will	help	us	understand	your	experience	of	vulvar	
sensations.	Some	of	the	words	below	may	describe	your	vulvar	sensations.	Please	select	ONLY	those	
words	that	best	describe	it.	Leave	out	any	category	that	is	not	suitable	(i.e.,	choose	'Not	Applicable').	Use	
only	a	single	word	in	each	appropriate	category	-	the	one	that	applies	best.	
	
Category	1:	
☐	Flickering	
☐	Quivering	
☐	Pulsing	
☐	Throbbing		
☐	Beating	
☐	Pounding	
☐	Not	Applicable	
☐	Decline	Response	
	
Category	2:	
☐	Jumping	
☐	Flashing		
☐	Shooting	
☐	Not	Applicable		
☐	Decline	Response	
	
	
	
Category	3:	
☐	Pricking	
☐	Boring		
☐	Drilling	
☐	Stabbing		
☐	Lancinating	
☐	Not	Applicable		
☐	Decline	Response	

	
Category	4:	
☐	Sharp	
☐	Cutting	
☐	Lacerating	
☐	Not	Applicable		
☐	Decline	Response	
	
	
	
Category	5:	
☐	Pinching	
☐	Pressing	
☐	Gnawing	
☐	Cramping	
☐	Crushing	
☐	Not	Applicable		
☐	Decline	Response	
	
Category	6:	
☐	Tugging	
☐	Pulling	
☐	Wrenching	
☐	Not	Applicable		
☐	Decline	Response	
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Category	7:	
☐	Hot	
☐	Burning	
☐	Scaling	
☐	Searing	
☐	Not	Applicable		
☐	Decline	Response	

Category	8:	
☐	Tingling	
☐	Itchy	
☐	Smarting	
☐	Stinging	
☐	Not	Applicable		
☐	Decline	Response	

Category	9:	
☐	Dull	
☐	Sore	
☐	Hurting	
☐	Aching	
☐	Heavy	
☐	Not	Applicable		
☐	Decline	Response	

Category	10:	
☐	Tender	
☐	Taut	
☐	Rasping	
☐	Splitting	
☐	Not	Applicable		
☐	Decline	Response	

Category	11:	
☐	Tiring	
☐	Exhausting	
☐	Not	Applicable		
☐	Decline	Response	

Category	12:	
☐	Sickening	
☐	Suffocating	
☐	Not	Applicable		
☐	Decline	Response	

	
	
	

Category	13:	
☐	Fearful	
☐	Frightful	
☐	Terrifying	
☐	Not	Applicable		
☐	Decline	Response	

Category	14:	
☐	Punishing	
☐	Grueling	
☐	Cruel	
☐	Vicious	
☐	Killing	
☐	Not	Applicable		
☐	Decline	Response	

Category	15:	
☐	Wretched	
☐	Blinding	
☐	Not	Applicable		
☐	Decline	Response	

Category	16:	
☐	Annoying	
☐	Troublesome	
☐	Miserable	
☐	Intense	
☐	Unbearable	
☐	Not	Applicable		
☐	Decline	Response	

Category	17:	
☐	Spreading	
☐	Radiating	
☐	Penetrating	
☐	Piercing	
☐	Not	Applicable		
☐	Decline	Response	

Category	18:	
☐	Tight	
☐	Numb	
☐	Drawing	
☐	Squeezing	
☐	Tearing	
☐	Not	Applicable		
☐	Decline	Response	
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Category	19:	
☐	Cool		
☐	Cold	
☐	Freezing	
☐	Not	Applicable		
☐	Decline	Response	

	

Category	20:	
☐	Nagging	
☐	Nauseating	
☐	Agonizing	
☐	Dreadful	
☐	Torturing	
☐	Not	Applicable		
☐	Decline	Response

	

People	agree	that	the	following	5	words	represent	pain	of	increasing	intensity.		Which	word	best	
describes	your	vulvar	sensations?		Please	check	one.	
☐	Mild	
☐	Discomforting	
☐	Distressing	
☐	Horrible	
☐	Excruciating	
☐	Not	Applicable	
☐	Decline	Response	
	
If	you	encountered	any	problems	with	the	survey	so	far	or	would	like	to	provide	us	with	any	
comments	or	feedback,	please	include	those	in	the	box	below.	If	you	do	not	have	any	comments	of	
feedback,	you	may	leave	this	box	blank.	
	
	
	
	
		
		

Please	do	not	hesitate	to	contact	us	with	any	questions:	sex.lab@queensu.ca	
	
	

PAGE	7	–	Modified	Pain	Catastrophizing	Scale	(PCS;	Sullivan	et	al.,	1995)	
Directions:	We	are	interested	in	the	types	of	thoughts	and	feelings	that	you	have	when	you	are	
experiencing	persistent	genital	arousal	and/or	vulvar	pain	sensations.	Listed	below	are	thirteen	
statements	describing	different	thoughts	and	feelings	that	may	be	associated	with	your	vulvar	
sensations.	Please	indicate	the	degree	to	which	you	have	these	thoughts	and	feelings	when	you	are	
experiencing	vulvar	sensations.	To	indicate	your	answer,	please	choose	one	option	per	question.		
	
When	I	experience	vulvar	sensations…	

	 Not	at	
all	

To	a	
slight	
degree	

To	a	
moderate	
degree	

To	a	great	
degree	

All	the	
time	

Decline	
response	

I	worry	all	the	time	about	whether	
the	sensations	will	end.	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	
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I	feel	I	can’t	go	on.	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

It’s	terrible	and	I	think	it’s	never	
going	to	get	any		better.	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

It’s	awful	and	I	feel	that	it	
overwhelms	me.	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

I	feel	I	can’t	stand	it	anymore.	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

I	become	afraid	that	the	sensation	
will	get	worse.	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

I	keep	thinking	of	other	events	of	
vulvar	sensations.	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

I	anxiously	want	the	sensations	to	
go	away.	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

I	can’t	seem	to	keep	it	out	of	my	
mind.	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

I	keep	thinking	about	how	much	it	
hurts.	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

I	keep	thinking	about	how	badly	I	
want	the	sensations	to	stop.	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

There’s	nothing	I	can	do	to	reduce	
the	intensity	of	the	sensations.	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

I	wonder	whether	something	
serious	may	happen.	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

	

	
	
If	you	encountered	any	problems	with	the	survey	so	far	or	would	like	to	provide	us	with	any	
comments	or	feedback,	please	include	those	in	the	box	below.	If	you	do	not	have	any	comments	of	
feedback,	you	may	leave	this	box	blank.	
	
	
	
	
	
	
		
		
Please	do	not	hesitate	to	contact	us	with	any	questions:	sex.lab@queensu.ca	
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PAGE	8	–	Functional	Status	Questionnaire	(PGAD)	(FSQ;	Jette	et	al.,	1986)	
This	next	page	of	questions	asks	about	how	your	health	impacts	your	quality	of	life,	and	your	ability	to	
participate	in	daily	activities	such	as	work,	running	errands,	and	socializing.	
	
Please	answer	with	respect	to	your	persistent	genital	arousal	symptoms.		
	
Physical	Function	(Activities	of	Daily	Living,	or	ADL)		
During	the	past	month	have	you	had	difficulty	with...	

	 Usually	
did	with	

no	
difficulty	

Some	
difficulty	

Much	
difficulty	

Usually	
did	not	
do	

because	
of	health	

Usually	
did	not	
do	for	
other	
reason	

Decline	
Response	

N/A	

Basic	ADL	
Taking	care	of	yourself,	
that	is,	eating,	dressing,	
or	bathing?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Moving	in	or	out	of	a	bed	
or	chair?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Walking	indoors,	such	as	
around	your	house?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Intermediate	ADL	

Walking	several	blocks?	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Walking	one	block	or	
climbing	one	flight	of	
stairs?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Doing	work	around	the	
house,	such	as	cleaning,	
light	yard	work	or	home	
maintenance?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Doing	errands	such	as	
grocery	shopping?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Driving	a	car	or	using	
public	transportation?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Doing	vigourous	activities	
such	as	running,	lifting,	
heavy	objects,	or	
participating	in	strenuous	
sports?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	
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Q159.	Psychological	Function	(Mental	Health)	During	the	past	month:	
	 All	of	the	

time	
Most	of	
the	time	

A	good	
bit	of	the	
time	

Some	of	
the	time	

A	little	bit	
of	the	
time	

None	of	
the	time	

Decline	
Response	

Have	you	
been	a	very	
nervous	
person?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Have	you	felt	
calm	and	
peaceful?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Have	you	felt	
downhearted	
and	blue?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Were	you	a	
happy	
person?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Did	you	feel	
so	down	in	
the	dumps	
that	nothing	
could	cheer	
you	up?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

	

Q160.	Social/Role	Function	
If	you	were	employed	during	the	past	month,	how	was	your	work	performance?	
	 All	of	the	

time	
Most	of	
the	time	

Some	of	
the	time	

None	of	
the	time	

Decline	
Response	

Not	
Applicable	

Done	as	much	
work	as	others	in	
similar	jobs?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Worked	for	short	
periods	of	time	or	
taken	frequent	
rests	because	of	
your	health?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Worked	your	
regular	number	of	
house?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Done	your	job	as	
carefully	and	
accurately	as	
others	with	similar	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	
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jobs	

Worked	at	your	
usual	job,	but	with	
some	changes	
because	of	your	
health?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Feared	losing	your	
job	because	of	
your	health?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

	
Q161.	Social	activity	
During	the	past	month	have	you:	
	 Usually	did	

with	no	
difficulty	

Some	
difficulty	

Much	
difficulty	

Usually	did	
not	do	

because	of	
health	

Usually	did	
not	do	

because	of	
other	
reason	

Decline	
Response	

Had	difficulty	
visiting	with	
relatives	or	
friends?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Had	difficulty	
participating	in	
community	
activities,	such	as	
religious	services,	
social	activities,	
or	volunteer	
work?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Had	difficulty	
taking	care	of	
other	people	
such	as	family	
members?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

	
	
Q162.	Quality	of	Social	Interaction	
During	the	past	month	have	you:	
	 All	of	the	

time	
Most	of	
the	time	

A	good	
bit	of	the	
time	

Some	of	
the	time		

A	little	bit	
of	the	
time	

None	of	
the	time	

Decline	
Response	

Isolated	
yourself	from	
people	around	
you?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	
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Acted	
affectionate	
toward	others?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Acted	irritable	
toward	those	
around	you?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Made	
unreasonable	
demands	on	
your	family	and	
friends?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Gotten	along	
well	with	other	
people?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

	
If	you	encountered	any	problems	with	the	survey	so	far	or	would	like	to	provide	us	with	any	
comments	or	feedback,	please	include	those	in	the	box	below.	If	you	do	not	have	any	comments	of	
feedback,	you	may	leave	this	box	blank.	
	
	
	
	
	
		
Please	do	not	hesitate	to	contact	us	with	any	questions:	sex.lab@queensu.ca	
	
PAGE	9	–	Functional	Status	Questionnaire	(Vulvar	Pain)	(FSQ;	Jette	et	al.,	1986)	
This	next	page	of	questions	asks	about	how	your	health	impacts	your	quality	of	life,	and	your	ability	to	
participate	in	daily	activities	such	as	work,	running	errands,	and	socializing.		
	
Please	answer	with	respect	to	your	vulvar	pain	symptoms.		

	 Usually	
did	with	

no	
difficulty	

Some	
difficulty	

Much	
difficulty	

Usually	
did	not	
do	

because	
of	health	

Usually	
did	not	
do	for	
other	
reason	

Decline	
Response	

N/A	

Basic	ADL	
Taking	care	of	yourself,	
that	is,	eating,	dressing,	
or	bathing?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Moving	in	or	out	of	a	bed	
or	chair?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Walking	indoors,	such	as	
around	your	house?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	
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Physical	Function	(Activities	of	Daily	Living,	or	ADL)	
During	the	past	month	have	you	had	difficulty	with.		
	
	
Q171.	Psychological	Function	(Mental	Health)	During	the	past	month:	
	 All	of	the	

time	
Most	of	
the	time	

A	good	
bit	of	the	
time	

Some	of	
the	time	

A	little	bit	
of	the	
time	

None	of	
the	time	

Decline	
Response	

Have	you	
been	a	very	
nervous	
person?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Have	you	felt	
calm	and	
peaceful?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Have	you	felt	
downhearted	
and	blue?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Were	you	a	
happy	
person?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Did	you	feel	
so	down	in	
the	dumps	
that	nothing	
could	cheer	
you	up?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

	

Intermediate	ADL	

Walking	several	blocks?	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Walking	one	block	or	
climbing	one	flight	of	
stairs?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Doing	work	around	the	
house,	such	as	cleaning,	
light	yard	work	or	home	
maintenance?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Doing	errands	such	as	
grocery	shopping?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Driving	a	car	or	using	
public	transportation?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Doing	vigorous	activities	
such	as	running,	lifting,	
heavy	objects,	or	
participating	in	strenuous	
sports?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	
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Q172.	Social/Role	Function	
If	you	were	employed	during	the	past	month,	how	was	your	work	performance?	
	 All	of	the	

time	
Most	of	
the	time	

Some	of	
the	time	

None	of	
the	time	

Decline	
Response	

Not	
Applicable	

Done	as	much	
work	as	others	in	
similar	jobs?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Worked	for	short	
periods	of	time	or	
taken	frequent	
rests	because	of	
your	health?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Worked	your	
regular	number	of	
house?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Done	your	job	as	
carefully	and	
accurately	as	
others	with	similar	
jobs	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Worked	at	your	
usual	job,	but	with	
some	changes	
because	of	your	
health?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Feared	losing	your	
job	because	of	
your	health?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

	

Q173.	Social	activity	
During	the	past	month	have	you:	
	 Usually	did	

with	no	
difficulty	

Some	
difficulty	

Much	
difficulty	

Usually	did	
not	do	
because	of	
health	

Usually	did	
not	do	
because	of	
other	
reason	

Decline	
Response	

Had	difficulty	
visiting	with	
relatives	or	
friends?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	
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Had	difficulty	
participating	in	
community	
activities,	such	as	
religious	services,	
social	activities,	
or	volunteer	
work?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Had	difficulty	
taking	care	of	
other	people	
such	as	family	
members?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	

	
Q174.	Quality	of	Social	Interaction	
During	the	past	month	have	you:	
	 All	of	the	

time	
Most	of	
the	time	

A	good	
bit	of	the	
time	

Some	of	
the	time		

A	little	bit	
of	the	
time	

None	of	
the	time	

Decline	
Response	

Isolated	
yourself	from	
people	around	
you?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Acted	
affectionate	
toward	
others?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Acted	irritable	
toward	those	
around	you?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Made	
unreasonable	
demands	on	
your	family	
and	friends?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

Gotten	along	
well	with	
other	people?	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	

	
If	you	encountered	any	problems	with	the	survey	so	far	or	would	like	to	provide	us	with	any	
comments	or	feedback,	please	include	those	in	the	box	below.	If	you	do	not	have	any	comments	of	
feedback,	you	may	leave	this	box	blank.	
	
	
	
	
Please	do	not	hesitate	to	contact	us	with	any	questions:	sex.lab@queensu.ca	
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PAGE	10	–	Beck	Anxiety	Inventory	(BAI)	
Not	reproduced	here	due	to	copyright.	For	more	information	please	see:	Beck,	Epstein,	Brown	and	Steer	

(1988).	
	
PAGE	11	–	Beck	Depression	Inventory	-	II	(BDI-II)	
Not	reproduced	here	due	to	copyright.	For	more	information	please	see:	Beck,	Steer	and	Brown	(1996).	

	

PAGE	12	–	Female	Sexual	Function	Index	(FSFI;	Rosen	et	al.,	2000)	
These	questions	ask	about	your	sexual	feelings	and	responses	over	the	past	4	weeks.	Please	answer	the	

following	questions	as	honestly	and	clearly	as	possible.	Your	responses	will	be	kept	completely	

confidential.	In	answering	these	questions	the	following	definitions	apply:		

Sex,	sexual	activity,	lovemaking,	and	foreplay	refer	to:		

-	caressing,	kissing,	manual	stimulation	of	the	genitals/anus/breasts	by	yourself	or	your	partner		

-	oral	stimulation	of	the	genitals/anus/breasts		

-	vaginal	or	anal	penetration	with	penis,	fingers,	or	sex	toys		

Sexual	intercourse	refers	to:		

-	penetration	of	your	partner's	vagina/anus	with	fingers	or	sex	toys		

-	receiving	vaginal/anal	penetration	with	penis,	fingers,	or	sex	toys		

Sexual	stimulation	refers	to	sexual	situations	such	as	the	following:		

-	foreplay	with	your	partner,	stimulating	your	partner,	receiving	stimulation	from	your	partner		

-	self-stimulation	(masturbation),	sexual	fantasy		

-	viewing	erotic	films,	pictures,	or	reading	erotic	material		

	
Sexual	desire	or	interest	is	a	feeling	that	includes	wanting	to	have	a	sexual	experience,	feeling	receptive	

to	a	partner's	sexual	initiation,	and	thinking	or	fantasizing	about	having	sex.		

	

Over	the	past	4	weeks,	how	often	did	you	feel	sexual	desire	or	interest?	
☐	Almost	always	or	always	

☐	Most	times	(more	than	half	the	time)	

☐	Sometimes	(about	half	the	time)	

☐	A	few	times	(less	than	half	the	time)	

☐	Almost	never	or	never	

☐	Decline	response	
	

Over	the	past	4	weeks,	how	would	you	rate	your	level	(degree)	of	sexual	desire	or	interest?	
☐	Very	high	
☐	High	Moderate		

☐	Low	
☐	Very	low	or	none	at	all	
☐	Decline	response	
	

Do	you	experience	distress	related	to	your	sexual	desire	or	interest?	
No	

distress	

0	

1	 2	 3	 4	 Moderate	

Distress	

5	

6	 7	 8	 9	 Extremely	

High	

Distress	

10	

Decline	

Response	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	
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Over	the	past	4	weeks,	how	satisfied	have	you	been	with	your	overall	sexual	life?	
☐	Very	satisfied	
☐	Moderately	satisfied	
☐	About	equally	satisfied	and	dissatisfied	
☐	Moderately	dissatisfied	
☐	Very	dissatisfied	
☐	Decline	response	
	
Over	the	past	4	weeks,	did	you	engage	in	sexual	activity	of	any	kind	with	a	partner	and/or	by	yourself	
(masturbation)?	
☐	No	sexual	activity	(neither	with	a	partner	nor	by	myself)		
☐	Sexual	activity	with	a	partner	only		
☐	Sexual	activity	by	myself	only		
☐	Sexual	activity	both	with	a	partner	and	by	myself		
☐	Decline	response	
	
Over	the	past	30	days,	how	often	did	you	feel	distressed	about	your	sex	life?	
☐	Never		
☐	Rarely		
☐	Occasionally		
☐	Frequently		
☐	Always		
☐	Decline	Response	
	
If	you	encountered	any	problems	with	the	survey	so	far	or	would	like	to	provide	us	with	any	
comments	or	feedback,	please	include	those	in	the	box	below.	If	you	do	not	have	any	comments	of	
feedback,	you	may	leave	this	box	blank.	
	
	
	
	
	
	
	
		
Please	do	not	hesitate	to	contact	us	with	any	questions:	sex.lab@queensu.ca	
	
PAGE	13	–	Female	Sexual	Function	Index	Continued.		
Sexual	arousal	is	a	feeling	that	includes	both	physical	and	mental	aspects	of	sexual	excitement.	It	may	
include	feelings	of	warmth	or	tingling	in	the	genitals,	lubrication	(wetness),	or	muscle	contractions.		
	
Over	the	past	4	weeks,	how	often	did	you	feel	sexually	aroused	("turned	on")	during	sexual	activity	or	
intercourse?		
☐	No	sexual	activity		
☐	Almost	always	or	always		
☐	Most	times	(more	than	half	the	time)		
☐	Sometimes	(about	half	the	time)		
☐	A	few	times	(less	than	half	the	time)		
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☐	Almost	never	or	never		
☐	Decline	Response	
	
Over	the	past	4	weeks,	how	would	you	rate	your	level	of	sexual	arousal	("turn	on")	during	sexual	
activity	or	intercourse?		
☐	No	sexual	activity		
☐	Very	high		
☐	High	Moderate		
☐	Low		
☐	Very	low	or	none	at	all		
☐	Decline	response	
	
Over	the	past	4	weeks,	how	confident	were	you	about	becoming	sexually	aroused	during	sexual	
activity	or	intercourse?	
☐	No	sexual	activity		
☐	Very	high	confidence		
☐	High	confidence		
☐	Moderate	confidence		
☐	Low	confidence		
☐	Very	low	or	no	confidence		
☐	Decline	response	
	
Over	the	past	4	weeks,	how	often	have	you	been	satisfied	with	your	arousal	(excitement)	during	
sexual	activity	or	intercourse?	
☐	No	sexual	activity		
☐	Almost	always	or	always		
☐	Most	times	(more	than	half	the	time)		
☐	Sometimes	(about	half	the	time)		
☐	A	few	times	(less	than	half	the	time)		
☐	Almost	never	or	never		
☐	Decline	response	
	
Do	you	experience	distress	related	to	your	sexual	arousal?	

No	
distress	

0	

1	 2	 3	 4	 Moderate	
Distress	

5	

6	 7	 8	 9	 Extremely	
High	

Distress	
10	

Decline	
Response	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	
	
Over	the	past	4	weeks,	how	often	did	you	become	lubricated	("wet")	during	sexual	activity	or	
intercourse?		
☐	No	sexual	activity		
☐	Almost	always	or	always		
☐	Most	times	(more	than	half	the	time)		
☐	Sometimes	(about	half	the	time)		
☐	A	few	times	(less	than	half	the	time)		
☐	Almost	never	or	never		
☐	Decline	response	
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Over	the	past	4	weeks,	how	difficult	was	it	to	become	lubricated	("wet")	during	sexual	activity	or	
intercourse?		
☐	No	sexual	activity		
☐	Extremely	difficult	or	impossible		
☐	Very	difficult		
☐	Difficult		
☐	Slightly	difficult		
☐	Not	difficult		
☐	Decline	response	
	
Over	the	past	4	weeks,	how	often	did	you	maintain	your	lubrication	("wetness")	until	completion	of	
sexual	activity	or	intercourse?		
☐	No	sexual	activity		
☐	Almost	always	or	always		
☐	Most	times	(more	than	half	the	time)		
☐	Sometimes	(about	half	the	time)		
☐	A	few	times	(less	than	half	the	time)		
☐	Almost	never	or	never		
☐	Decline	response	
	
Over	the	past	4	weeks,	how	difficult	was	it	to	maintain	your	lubrication	("wetness")	until	completion	
of	sexual	activity	or	intercourse?	
☐	No	sexual	activity		
☐	Extremely	difficult	or	impossible		
☐	Very	difficult		
☐	Difficult		
☐	Slightly	difficult		
☐	Not	difficult		
☐	Decline	response	
	
Do	you	experience	distress	related	to	your	ability	to	become	or	maintain	lubrication	(“wetness”)?	

No	
distress	

0	

1	 2	 3	 4	 Moderate	
Distress	

5	

6	 7	 8	 9	 Extremely	
High	

Distress	
10	

Decline	
Response	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	
	
Over	the	past	4	weeks,	when	you	had	sexual	stimulation	or	intercourse,	how	often	did	you	reach	
orgasm	(climax)?	
☐	No	sexual	activity		
☐	Almost	always	or	always		
☐	Most	times	(more	than	half	the	time)		
☐	Sometimes	(about	half	the	time)		
☐	A	few	times	(less	than	half	the	time)		
☐	Almost	never	or	never		
☐	Decline	response	
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Over	the	past	4	weeks,	when	you	had	sexual	stimulation	or	intercourse,	how	difficult	was	it	for	you	to	
reach	orgasm	(climax)?	
☐	No	sexual	activity		
☐	Extremely	difficult	or	impossible		
☐	Very	difficult		
☐	Difficult		
☐	Slightly	difficult		
☐	Not	difficult		
☐	Decline	response	
	
Over	the	past	4	weeks,	how	satisfied	were	you	with	your	ability	to	reach	orgasm	(climax)	during	
sexual	activity	or	intercourse?		
☐	No	sexual	activity		
☐	Almost	always	or	always		
☐	Most	times	(more	than	half	the	time)		
☐	Sometimes	(about	half	the	time)		
☐	A	few	times	(less	than	half	the	time)		
☐	Almost	never	or	never		
☐	Decline	response	
	
Do	you	experience	distress	related	to	your	ability	to	reach	orgasm	(climax)?	

No	
distress	

0	

1	 2	 3	 4	 Moderate	
Distress	

5	

6	 7	 8	 9	 Extremely	
High	

Distress	
10	

Decline	
Response	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	
	
Over	the	past	4	weeks,	how	satisfied	have	you	been	with	the	amount	of	emotional	closeness	during	
sexual	activity	between	you	and	your	partner?	
☐	No	sexual	activity/	no	sexual	partner	
☐	Very	satisfied			
☐	Moderately	satisfied		
☐	About	equally	satisfied	and	dissatisfied		
☐	Moderately	dissatisfied		
☐	Very	dissatisfied		
☐	Decline	response	
	
Over	the	past	4	weeks,	how	satisfied	have	you	been	with	your	sexual	relationship	with	your	partner?	
☐	No	sexual	activity/no	sexual	partner		
☐	Very	satisfied		
☐	Moderately	satisfied		
☐	About	equally	satisfied	and	dissatisfied		
☐	Moderately	dissatisfied		
☐	Very	dissatisfied		
☐	Decline	response	
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Do	you	experience	distress	related	to	your	level	of	satisfaction	with	your	sexual	life	

No	
distress	

0	

1	 2	 3	 4	 Moderate	
Distress	

5	

6	 7	 8	 9	 Extremely	
High	

Distress	
10	

Decline	
Response	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	
	
Over	the	past	4	weeks,	how	often	did	you	experience	discomfort	or	pain	during	vaginal	penetration?	
☐	Did	not	attempt	intercourse		
☐	Almost	always	or	always		
☐	Most	times	(more	than	half	the	time)		
☐	Sometimes	(about	half	the	time)		
☐	A	few	times	(less	than	half	the	time)		
☐	Almost	never	or	never		
☐	Decline	response	
	
Over	the	past	4	weeks,	how	often	did	you	experience	discomfort	or	pain	following	vaginal	
penetration?	
☐	Did	not	attempt	intercourse		
☐	Almost	always	or	always		
☐	Most	times	(more	than	half	the	time)		
☐	Sometimes	(about	half	the	time)		
☐	A	few	times	(less	than	half	the	time)		
☐	Almost	never	or	never		
☐	Decline	response	
	
Over	the	past	4	weeks,	how	would	you	rate	your	level	(degree)	of	discomfort	or	pain	during	or	
following	vaginal	penetration?	
☐	Did	not	attempt	intercourse		
☐	Almost	always	or	always		
☐	Most	times	(more	than	half	the	time)		
☐	Sometimes	(about	half	the	time)		
☐	A	few	times	(less	than	half	the	time)		
☐	Almost	never	or	never		
☐	Decline	response	
	
Do	you	experience	distress	related	to	pain	during	vaginal	penetration	

No	
distress	

0	

1	 2	 3	 4	 Moderate	
Distress	

5	

6	 7	 8	 9	 Extremely	
High	

Distress	
10	

Decline	
Response	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	 ☐	
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If	you	encountered	any	problems	with	the	survey	so	far	or	would	like	to	provide	us	with	any	

comments	or	feedback,	please	include	those	in	the	box	below.	If	you	do	not	have	any	comments	of	

feedback,	you	may	leave	this	box	blank.	

	
	
	
	
	
		
Please	do	not	hesitate	to	contact	us	with	any	questions:	sex.lab@queensu.ca	
	
PAGE	14	

	
What	are	three	emotions	that	you	have	regarding	your	persistent	genital	arousal	symptoms?		

	

1._________________________________	
	
2._________________________________	
	
3._________________________________	
	

	

PAGE	15		Relationship	Assessment	Scale	(RAS;	Hendrick,	Dicke,	&	Hendrick,	1998)	

These	next	series	of	questions	ask	about	your	experiences	in	your	current	relationship.	Please	indicate	
the	number	for	each	item	which	best	answers	that	item	for	you.	If	you	do	not	have	a	partner	currently,	
please	skip	this	page.	
	

How	well	does	your	partner	meet	your	needs?	

Poorly	
1	

	
2	

Average	
3	

	
4	

Extremely	well	
5	

Decline	
Response	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	
	
In	general,	how	satisfied	are	you	with	your	relationship?	

Unsatisfied	
1	

	
2	

Average	
3	

	
4	

Extremely	
satisfied	

5	

Decline	
Response	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	
	
How	good	is	your	relationship	compared	to	most?	

Poor	
1	

	
2	

Average	
3	

	
4	

	
5	

Decline	
Response	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	
	
How	often	do	you	wish	you	hadn't	gotten	in	this	relationship?	

Never	
1	

	
2	

Average	
3	

	
4	

Very	Often	
5	

Decline	
Response	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	
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To	what	extent	has	your	relationship	met	your	original	expectations:	
Hardly	at	all	

1	
	
2	

Average	
3	

	
4	

Completely	
5	

Decline	
Response	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	
	
How	much	do	you	love	your	partner?	

Not	much	
1	

	
2	

Average	
3	

	
4	

Very	much	
5	

Decline	
Response	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	
	
How	many	problems	are	there	in	your	relationship?	

Very	few	
1	

	
2	

Average	
3	

	
4	

Very	many	
5	

Decline	
Response	

☐	 ☐	 ☐	 ☐	 ☐	 ☐	
	
	
PAGE	16	
We	are	interested	in	learning	about	what	sorts	of	activities	you	enjoy	doing.	Please	describe	for	us	
below	any	activities,	hobbies,	sports	etc.	that	you	do	for	fun.	
	
	
		

	
PAGE	17	
Thank	you	for	answering	these	questions,	your	time	is	greatly	appreciated!	If	there	were	questions	
that	you	had	problems	with,	or	areas	that	we	did	not	ask	enough	questions	about,	please	let	us	know	
in	the	space	below.	
	
	
	

	
If	you	are	interested	in	future	research,	it	would	be	helpful	if	we	could	link	the	answers	you	provided	
today	with	answers	you	provide	in	the	future.	If	you	would	be	comfortable	with	this,	please	enter	the	
first	3	letters	of	your	mother's	maiden	name	(or	your	middle	name)	and	your	birth	year	below	so	we	
can	match	up	your	answers	in	the	future.		
	
For	example,	if	you	were	born	in	1982	and	your	mother's	maiden	name	was	Smith,	you	would	enter	
SMI1982	into	the	box	below.	
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Is	there	anything	regarding	persistent	genital	arousal	that	you	would	like	to	see	future	research	focus	
on?	Or	something	that	you	would	like	researchers	to	study	to	help	advance	persistent	genital	arousal	
issues?	
	
	
	
	
	
	
	
	
	
Please	see	the	separate	forms	to	indicate	how	you	would	like	to	be	compensated,	and	whether	you	
would	like	to	sign	up	the	brief	(10-minute)	follow-up	survey,	which	will	be	sent	to	you	in	4-6	weeks	
after	completing	this	survey.		
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Appendix E 

Debriefing Form 

 
Psychosocial Function in Women with Symptoms of Persistent Genital Arousal 

 
PLEASE NOTE: To print a copy of this letter of information so that you may refer back to 
it throughout the survey, please select ‘print’ in your browser window now. You may also 
request a digital copy by emailing sex.lab@queensu.ca  
 
This study seeks to understand the impact of persistent genital arousal symptoms on women's 
psychosocial function. Persistent genital arousal disorder is a poorly understood, sometimes 
highly distressing, health concern in women. We are interested in learning more about the 
symptom presentation, psychological health, and social adjustment of women with feelings of 
persistent genital arousal. We hope this information will help inform health professionals 
regarding treatment options for those who are distressed by these symptoms, while increasing 
medical and public recognition of this debilitating condition.  
 
The purpose of the study is to examine (1) symptom presentation, (2) psychological and social 
functioning, (3) healthcare experiences, and (4) relationship and sexual function of women with 
feelings of persistent genital arousal. We will compare these factors to women experiencing 
other forms of genital discomfort (i.e. vulvar pain) and to women without any pain or persistent 
arousal symptoms.  
 
As stated previously, all information that you provided throughout the study is confidential. The 
research team members working directly on this project are the only individuals who have access 
to your responses, and they will not link any identifying information with your responses. 
Further, this study has been granted clearance according to the recommended principles of 
Canadian ethics guidelines and Queen’s policies. If you wish to have your answers deleted, 
please contact the Sexual Health Research Laboratory at (613) 533-3276 or  
sex.lab@queensu.ca.  
 
Thank you for your participation in this study – it is greatly appreciated. Should you have any 
further questions, comments or concerns, or wish to obtain more information, please do not 
hesitate to contact the Sexual Health Research Laboratory (phone: (613) 533-3276, email: 
sex.lab@queensu.ca), Dr. Caroline Pukall (phone: (613) 533-3200; e-
mail:caroline.pukall@queensu.ca), the Chair of the Queen's University General Research Ethics 
Board (613-533-6081, email: Chair.GREB@queensu.ca). Please print or copy the information in 
this letter for future reference. An electronic copy can be obtained from our research coordinator 
atsex.lab@queensu.ca.  
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The questions included in this survey are for research purposes only, and will be kept completely 
confidential. They are not meant to diagnose a psychological disorder or be in any way meant to 
determine whether you need psychological treatment. That being said, some of the questions in 
this survey are sensitive in nature. If you are feeling distressed, please consult the following 
sources for help.  
 
Telehealth Ontario: 1-866-797-0000  
Toronto Distress Centre: 416-408-4357  
National Hopeline Network: 1-800-422-4673  
Ottawa and Area Crisis Line (24 hour crisis line): 1-866-722-0991  
Frontenac Community Mental Health Services (24 hour crisis line): (613) 544-4229  
Canadian Mental Health Association  
National Alliance on Mental Illness  
IMAlive Online Crisis Center  
SexualityandU 
Your local distress hotline 
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Appendix F 

Study One: Flow Chart of Participants 

 

Appendix F. Flow chart illustrating of the number of participants who completed each stage of 

the survey, and reasons for participant exclusion. One response to the survey was determined to 

be fraudulent, likely for the purposes of seeking compensation (for example, listing recruitment 

sources that were not used). This response was denoted as ‘fake’ in the flow chart, and was 

removed from the dataset prior to analyses.   

 

 

Clicked on survey: 
742 

Provided consent: 
267 

Demographics 
completed: 237 

Relevant questions 
completed: 165 

Eligible and complete: 
162 

No consent: 475  

No data: 30 

Incomplete: 71 

Duplicates: 25 

Male: 2, Fake: 1 
Not eligible: 1  

 

Final data set: 137 
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Appendix G 

Study One: Comorbid Medical Conditions 

Appendix G. 
Comorbid medical conditions reported by women with symptoms of persistent genital arousal  
 % (n) 
Restless leg syndrome 24.1 (33) 
Carpel Tunnel 19.0 (26) 
Mononucleosis 18.2 (25) 
Temporomandibular Joint Disorder 17.5 (24) 
Shingles 15.3 (21) 
Post-Traumatic Stress Disorder 13.9 (19) 
Hypothyroidism 12.4 (17) 
Sleep Apnea 10.9 (15) 
Fibromyalgia 10.2 (14) 
Prolapse of bladder 8.0 (11) 
Prolapse of uterus 7.3 (10) 
Sacroiliac Joint Dysfunction  6.6 (9) 
Epstein-Barr Virus 5.8 (8) 
Hashimoto’s Thyroiditis 5.1 (7) 
Diabetes 4.4 (6) 
Rheumatoid Arthritis 4.4 (6) 
Prolapse of rectum 3.6 (5) 
Lupus 2.9 (4) 
Central Sensitization 2.9 (4) 
Phlebitis in arm/hand 2.2 (3) 
Severe Food Allergies 2.2 (3) 
Parkinson’s Disease 1.5 (2) 
Multiple Sclerosis 1.5 (2) 
Prolapse of vagina 1.5 (2) 
Tourette Syndrome 1.5 (2) 
Prolapse of small bowel .7 (1) 
Ehlers-Danlos Syndrome (Type 3) 0 (0) 
Amyotrophic Lateral Sclerosis (ALS) 0 (0) 
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Appendix H 

Study One: Age of Onset of Persistent Genital Arousal Symptoms 

Appendix H. Self-reported age of onset of PGA symptoms (N = 137). Ages are divided into 5-

year windows (with the exception of 61 to 66), and the percentage of women who stated that 

their symptoms started at this age are represented by each column.  
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Appendix I 

Study One: Percentage of Leiblum and Nathan (2001) Criteria Endorsed 

 
 

Appendix I. The percentage of women in the total sample of 136, who endorsed zero to all five of 

Leiblum and Nathan’s (2001) criteria for PGAD. 
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Appendix J 

Study One: Correlations between Sociodemographic Factors, Symptom Characteristics 

and Distress Associated with PGA Symptoms 

Appendix J. 
Correlations of sociodemographic factors and symptom characteristics with ratings of current levels of 
distress associated with persistent genital arousal symptoms (n = 115). 

 
Pearson 

Correlation p value 
Discomfort with current symptoms .734 .000 
Rating of symptoms as unwanted .467 .000 
Severity of symptoms on average .452 .000 
Constant (‘1’) or intermittent (‘2’) PGA symptoms -.253 .006 
Number of Leiblum and Nathan (2001) symptoms endorsed .191 .041 
Number of physical symptoms endorsed .135 .150 
Number of comorbid medical conditions -.120 .202 
Number of comorbid pelvic/urogenital conditions .100 .285 
Sudden or gradual symptom onset .046 .646 
Painful PGA symptoms -.038 .686 
Age of onset of PGA symptoms -.022 .818 
Relationship status -.001 .990 
Age .000 .997 
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Appendix K 

Study One: Activities the PGA Symptoms Interfere With 

Appendix K. 
Percentage of Women who State that Persistent Genital Arousal Symptoms Interfere with the Following 
Activities 
 % (n) 
Sitting	 82.5 (113)	
Mood	 81.8 (112)	
Concentrating on activities	 78.1 (107)	
Social activities	 70.1 (96)	
Working	 67.9 (93)	
Sexual activity 67.9 (93) 
Activities that involve direct pressure to the vulva (i.e. Bicycle riding, horseback 
riding) 

67.2 (92) 

Wearing tight-fitting clothing 65.7 (90) 
Sleeping 65.7 (90) 
Activities that involve indirect pressure to the vulva (i.e. driving, walking up stairs) 62.8 (86) 
Lying down 52.6 (72) 
Chores or errands 51.8 (71) 
Exercising 49.6 (68) 
Walking 43.8 (60) 
Standing 43.1 (59) 
They do not interfere with any activities .7 (1) 
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Appendix L 

Study One: Activities that Trigger and Alleviate PGA Symptoms 

Appendix L. 
Activities that trigger persistent genital arousal symptoms, and associated increase in symptoms 
(reported as percentage increase) 
 % (n) Mean % Increase 

(SD) 
Sitting 68.6 (94) 60.81 (29.27) 
Anxiety 60.6 (83) 57.83 (29.60) 
Stress 60.6 (83) 64.71 (27.83) 
Tight clothing 58.4 (80) 58.04 (30.54) 
Activities involving indirect pressure to the vulva (i.e. driving, 
walking up stairs) 

54.7 (75) 57.12 (28.10) 

Sexual stimuli (i.e. watching a movie with sexual scenes) 53.3 (73) 65.64 (30.78) 
Activities involving direct pressure to the vulva (i.e. bike riding, 
horse riding) 

50.4 (69) 67.06 (32.02) 

A full bladder 48.9 (67) 61.851(27.20) 
Sexual activity 46.7 (64) 68.46 (29.53) 
During your period 33.6 (46) 65.95 (29.57) 
3-4 days prior to the start of your period 32.8 (45) 63.24 (29.91) 
Walking 27.7 (38) 45.29 (25.29) 
Urination 27.7 (38) 58.00 (31.34) 
Exercise 27.0 (37) 53.03 (30.15) 
Bowel movement 24.8 (34) 56.67 (31.74) 
Ovulation 24.8 (34) 61.33 (35.69) 
Sleep 23.4 (32) 51.20 (35.86) 
Standing 19.0 (26) 45.00 (30.76) 
Lying Down 9.6 (27) 59.14 (31.47) 
Swimming 5.8 (8) 53.00 (29.83) 
 
Activities that alleviate persistent genital arousal symptoms, and associated decrease in symptoms 
(reported as percentage decrease) 
 % (n) Mean % decrease in 

symptoms (SD) 
Doing something that takes my mind off the symptoms 59.1 (81) 47.89 (21.94) 
Sleep 44.5 (61) 77.38 (25.76) 
Sexual activity by yourself 37.2 (51) 48.41 (27.61) 
Relaxation techniques 33.6 (46) 42.22 (23.68) 
Cold application 32.8 (45) 44.57 (24.30) 
Sexual activity with a partner 28.5 (39) 41.56 (29.52) 
Exercise 21.2 (29) 58.42 (33.71) 
Talking about your symptoms with someone you trust 21.2 (29) 31.82 (27.71) 
Yoga/stretching 15.3 (21) 33.75 (23.06) 
Swimming 14.6 (20) 54.29 (34.13) 
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Heat application 10.9 (15) 39.33 (24.63) 
Body stroking 8.8 (12) 23.00 (18.89) 
Herbal remedies 5.8 (8) 58.57 (30.78) 
Hypnosis 2.9 (4) 36.67 (31.41) 
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Appendix M 

Study Two: Participant Flow Chart 

 
 

Appendix M. Flow chart illustrating of the number of participants who completed each stage of 

the survey, and reasons for participant exclusion. Twenty-eight responses to the survey were 

determined to be fraudulent, likely for the purposes of seeking compensation (for example, 

listing recruitment sources that were not used). These responses are denoted as ‘fake’ in the flow 

chart, and were removed from the dataset prior to analyses.   

 

Clicked on survey: 
2388 

Provided consent: 739 

Demographics 
complete: 643 

Relevant questions 
completed: 313 

Eligible and complete: 
281 

No consent: 1649  

No data: 96 

Incomplete: 330  

Duplicates: 36 

Male: 4 
Fake: 28 

Total, before age 
matching: 245 

Unmatched: 71 

Final, matched data 
set: 174 

87 87 

Women with 
symptoms of 

persistent genital 
arousal (PGA 

Symptom Group) 

Women without 
symptoms of 

persistent genital 
arousal (Control 

Group) 
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Appendix N 

Study Two: Comorbid Medical Conditions Reported by Women with and without 

Symptoms of PGA  

Appendix N. 
Frequency of comorbid medical conditions between women with (‘PGA Group’, N = 87) and without 
(‘Control Group’, N = 87) symptoms of persistent genital arousal 
 PGA 

Group 
Control 
Group 

   

 % (n) % (n) Pearson 
χ2 

p value Cramér’s V 

Mononucleosis 21.8 (19) 11.5 (10) 3.35 .067 .139 
Restless leg syndrome 20.7 (18) 4.6 (4) 10.20 .001 .242 
Post-Traumatic Stress Disorder 19.5 (17) 13.8 (12) 1.03 .309 .077 
Temporomandibular Joint Disorder 18.4 (16) 10.3 (9) 2.29 .130 .115 
Carpel Tunnel 17.2 (15) 13.8 (12) .395 .530 .048 
Shingles 12.6 (11) 4.6 (4) 3.58 .059 .143 
Sleep Apnea 12.6 (11) 4.6 (4) 3.58 .059 .143 
Hypothyroidism 11.5 (10) 8.0 (7) .587 .444 .058 
Epstein-Barr Virus 6.9 (6) 4.6 (4) .424 .515 .049 
Sacroiliac Joint Dysfunction  5.7 (5) 0 (0) FET .059 .172 
Hashimoto’s Thyroiditis 5.7 (5) 3.4 (3) FET .720 .055 
Central Sensitization 4.6 (4)  0 (0) FET .121 .153 
Diabetes 4.6 (4) 5.7 (5) FET 1.00 .026 
Lupus 4.6 (4) 0 (0) FET .121 .153 
Prolapse of rectum 4.6 (4) 1.1 (1) FET .368 .103 
Rheumatoid Arthritis 4.6 (4) 0 (0) FET .121 .153 
Phlebitis in arm/hand 3.4 (3) 3.4 (3) FET 1.00 .000 
Prolapse of bladder 3.4 (3) 2.3 (2) FET 1.00 .034 
Prolapse of uterus 3.4 (3) 2.3 (2) FET 1.00 .034 
Severe Food Allergies 3.4 (3) 4.6 (4) FET 1.00 .029 
Multiple Sclerosis 2.3 (2) 0 (0) FET .497 .108 
Prolapse of vagina 1.1 (1) 2.3 (2) FET 1.00 .044 
Prolapse of small bowel 1.1 (1) 1.1 (1) FET 1.00 .076 
Parkinson’s Disease 1.1 (1)  0 (0) FET 1.00 .076 
Tourette Syndrome 1.1 (1) 1.1 (1) FET 1.00 .000 
Ehlers-Danlos Syndrome (Type 3) 0 (0) 1.1 (1) FET 1.00 .076 
Amyotrophic Lateral Sclerosis 
(ALS) 

0 (0) 0 (0) --- --- --- 

Note: When expected cell count was less than 5, results from Fisher’s Exact Test (FET) provided.  
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Appendix O 

Study Two: Correlations between Symptom Ratings and Psychosocial Outcomes for 

Women with Symptoms of PGA 

Appendix O. 
Correlations between symptom ratings (discomfort, distress, severity, unwantedness) and psychosocial 
outcomes (depression, anxiety, relationship satisfaction, sexual functioning distress) in a sample of 
women with symptoms of PGA (N = 87) 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
  

 Discomfort 
with current 

symptoms 

Distress  
with current 

symptoms 

Average 
symptom 

severity 

Symptom 
Unwantedness 

BDI     
 Pearson r .167 .256* .153 .127 

n 72 72 87 87 
BAI     

 Pearson r .161 .207 .155 .135 
n 69 69 84 84 

RAS     
 Pearson r .082 .113 -.062 -.128 

n 48 48 56 56 
FSFI Distress     
 Pearson r .201 .135 .257* -.002 

n 59 59 70 70 
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Appendix P 

Study Three: Participant Flow Chart 

 

Appendix P. Flow chart illustrating the number of participants who completed each stage of the 

survey, and reasons for participant exclusions. Three responses to the survey were determined to 

be fraudulent, likely for the purposes of seeking compensation (for example, listing recruitment 

sources that were not used). These responses are denoted as ‘fake’ in the flow chart, and were 

removed from the dataset prior to analyses.   

  

 

Clicked on survey: 
1488 

Provided consent: 432 

Demographics 
complete: 390 

Relevant questions 
completed: 187 

Eligible and complete: 
182 

No consent: 1056  

No data: 42 

Incomplete: 203 

Duplicates: 37 

Male: 2 
Fake: 3 

Total: 145 

53 43 

Persistent genital 
arousal symptoms 

(PGA Group)  
 

49 

Painful persistent 
genital 

arousal symptoms 
(Painful PGA 

Group)  
 

Vulvodynia Group 
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Appendix Q 

Study Three: Internal Consistencies of Measures 

Appendix Q. 
Internal Consistencies (Cronbach’s α) of Each Study Group (Women With Symptoms Of PGA, 
Painful PGA, And Vulvodynia) on each of the Validated Questionnaires Completed. 

 PGA Painful PGA Vulvodynia 
 Cronbach’s α (n) Cronbach’s α (n) Cronbach’s α (n) 
MPQ .85 (37) .87 (49) .78 (47) 
BAI .94 (38) .92 (5) .89 (49) 
BDI-II .93 (37) .91 (43) .93 (45) 
Modified PCS (Total 
Score) 

.89 (38) .95 (52) .94 (49) 

 Rumination Subscale .80 (39) .91 (53) .90 (49) 
 Magnification Subscale .63 (41)  .75 (52) .77 (49) 
 Helplessness Subscale .87 (40) .92 (53) .90 (49) 
FSFI (Total Score) .96 (25) .96 (35) .91 (37) 
 Desire Subscale .92 (41) .89 (53) .91 (49) 
 Arousal Subscale .96 (29) .95 (39) .91 (39) 
 Satisfaction Subscale .86 (28) .91 (38) .80 (40) 
 Orgasm Subscale .92 (31) .90 (39) .95 (39) 
 Lubrication Subscale .93 (33) .95 (35) .91 (39) 
 Pain Subscale .99 (33) .97 (39) .92 (40) 
FSFI Associated Distress  .75 (37) .96 (39) .86 (35) 
RAS .91 (19) .89 (37) .92 (37) 
FSQ    
 Basic ADL .73 (42) .88 (50) .92 (49) 
 Intermediate ADL .89 (36) .90 (46) .91 (49) 
 Psychological 

Functioning 
.75 (42) .76 (52) .84 (48) 

 Work .77 (24) .73 (30) .69 (31) 
 Social .95 (30) .90 (44) .92 (38) 
 Quality of Interactions .82 (42) .50 (52) .81 (48) 

Note. Participants completed the McGill Pain Questionnaire (MPQ), Beck Anxiety Inventory 
(BAI), Beck Depression Inventory – II (BDI-II), Pain Catastrophizing Scale (PCS), Female 
Sexual Function Index (FSFI), Relationship Assessment Scale (RAS), and the Functional Status 
Questionnaire (FSQ). ADL refers to ‘activities of daily living’ and PGA refers to ‘persistent 
genital arousal’.   
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Appendix R 

Study Three: Medical Comorbidities Reported by Women with PGA Symptoms, Painful 

PGA Symptoms and Vulvodynia Symptoms 

Appendix R. 
Medical conditions diagnosed by a health care provider in women with persistent genital arousal 
symptoms (N = 43), painful persistent genital arousal symptoms (N = 53) and vulvodynia (N = 49).  
 PGA Painful PGA Vulvodynia    
 % (n) % (n) % (n) Pearson 

χ2 
p 

value 
Cramér’s 

V 
Amyotrophic Lateral Sclerosis  0 (0) 0 (0) 2.0 (1) 1.97 .373 .117 
Carpel Tunnel 16.3 (7) 18.9 (10) 8.2 (4) 2.52 .284 .132 
Central Sensitization 2.3 (1) 5.7 (3) 4.1 (2) .67 .717 .068 
Diabetes 4.7 (2) 3.8 (2) 0 (0) 2.17 .338 .122 
Ehlers-Danlos Syndrome (Type 3) 0 (0) 0 (0) 2.0 (1) 1.97 .373 .117 
Epstein-Barr Virus 2.3 (1) 9.4 (5) 4.1 (2) 2.59 .273 .134 
Fibromyalgia 4.7 (2) 18.9 (10) 8.2 (4) 5.51 .064 .195 
Hashimoto’s Thyroiditis 0 (0) 11.3 (6) 2.0 (1) 7.87 .020 .233 
Hypothyroidism 7.0 (3) 18.9 (10) 14.3 (7) 2.84 .242 .140 
Lupus 0 (0) 7.5 (4) 0 (0) 7.14 .028 .222 
Mononucleosis 16.3 (7) 22.6 (12) 18.4 (9) .66 .719 .067 
Multiple Sclerosis 0 (0) 3.8 (2) 0 (0) 3.52 .172 .156 
Parkinson’s Disease 0 (0) 3.8 (2) 0 (0) 3.52 .172 .156 
Phlebitis in arm/hand 2.3 (1) 3.8 (2) 0 (0) 1.81 .405 .112 
Post-Traumatic Stress Disorder 16.3 (7) 18.9 (10) 12.2 (6) .85 .655 .076 
Prolapse of bladder 2.3 (1) 5.7 (3) 2.0 (1) 1.23 .540 .092 
Prolapse of uterus 2.3 (1) 3.8 (2) 2.0 (1) .33 .849 .048 
Prolapse of vagina 0 (0) 1.9 (1) 4.1 (2) 1.90 .387 .114 
Prolapse of small bowel 0 (0) 1.9 (1) 0 (0) 1.75 .417 .110 
Prolapse of rectum 4.7 (2) 5.7 (3) 6.1 (3) .10 .952 .026 
Restless leg syndrome 18.6 (8) 24.5 (13) 8.2 (4) 4.85 .088 .183 
Rheumatoid Arthritis 4.7 (2) 3.8 (2) 4.1 (2) .047 .977 .018 
Sacroiliac Joint Dysfunction  4.7 (2) 5.7 (3) 8.2 (4) .53 .768 .060 
Severe Food Allergies 0 (0) 5.7 (3) 4.1 (2) 2.37 .305 .128 
Shingles 14.0 (6) 11.3 (6) 8.2 (4) .789 .674 .074 
Sleep Apnea 14.0 (6) 13.2 (7) (0) 7.31 .026 .224 
Temporomandibular Joint 
Disorder 

11.6 (5) 26.4 (14) 20.4 (10) 3.25 .197 .150 

Tourette Syndrome 2.3 (1) 0 (0) 0 (0) 2.39 .303 .128 
Note. PGA refers to ‘persistent genital arousal’.  
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Appendix S 

Mean Item Responses for the McGill Pain Questionnaire 
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