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Abstract

This study sought to investigate the help-seeking experiences and 
motivations of women seeking treatment for Genito-Pelvic Pain/Penetration 
Disorder (GPPPD) that are important for coping with this chronic health condition 
in community health care settings. Genito-Pelvic Pain/Penetration Disorder 
(GPPPD) is a common chronic genital pain condition, affecting anywhere from 
3-18% of women in the general population, that can cause significant personal 
and relational burden. Twenty-six Australian women with GPPPD (50% with 
provoked and localized vulvodynia; age range 19-43 years) participated in 
either two interviews or an on-line survey designed to gather information about 
treatment seeking for GPPPD. Data was thematically analysed using grounded 
theory and phenomenological methods. The women reported treatment support 
from a variety of community health care professionals (HCPs), and which 
support they perceived as not always helpful. Three consultation expectancies 
were identified. First, that the HCP would validate the reality of their symptoms 
to comprise a treatable condition, second that an HCP who was knowledgeable 
about GPPPD likely would be patient centered, and third that a strong treatment 
alliance with the HCP was important for the successful management of GPPPD. 
GPPPD can cause significant personal and relational burden, and those afflicted 
require responsive community health services for health related quality of life. 
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to address this research gap by exploring the factors that influence 
treatment uptake and adherence for women who are seeking 
treatment for GPPPD.

Genito-Pelvic Pain/Penetration Disorder
A GPPPD diagnosis requires a six month history of at least one of 

four symptoms (see DSM-5): 1. difficulty with vaginal penetration, 2. 
marked genital or pelvic pain during attempted or actual intercourse, 
3. significant fear of pain as a result of vaginal penetration, and 4. 
tensing or tightening of the pelvic floor muscles during attempted 
vaginal penetration [8]. GPPPD is a new diagnosis that subsumes a 
number of diagnoses, including vulvodynia and vaginismus [9, 10]. 
Vulvodynia is defined as “vulvar discomfort, most often described as 
burning pain, occurring in the absence of relevant visible findings or 
a specific, clinically identifiable, neurologic disorder” [11]. It can be 
further classified as [11]:

•	 Generalised (affecting the entire vulva), 

•	 Localised (affecting only one area of the vulva), 

•	 Provoked (where direct pressure on the vulva causes 
pain),

•	 Unprovoked (where the pain appears spontaneously and 
can be unrelenting),

•	 Primary (where the pain has always been present), or 

•	 Secondary (where the pain has developed after a period of 
time without pain). 

Abbreviations
GPPPD: Genito-Pelvic Pain/Penetration Disorder; HCP: Health 

Care Provider

Introduction
Women with Genito-Pelvic Pain/Penetration Disorder (GPPPD) 

typically seek treatment support from community health care 
providers [1]. While women often consult community or family 
doctors, research indicates that they may consult with other allied 
health professions. For instance, women with GPPPD may consult 
general practitioners, gynecologists, sex therapists, psychologists and 
physiotherapists [2], who may be working in primary or community 
health care settings. Women with GPPPD are a hidden population of 
patients in that many may not seek consultation from not recognizing 
their health condition as treatable, not being believed in their claims 
to be with a health need, or from fear of being socially stigmatized [1]. 
As a hidden population, women with GPPPD are at risk for poor or 
suboptimal health care by community health care services.

There is increasing interest by community health service 
providers to collect and use data on patient experiences for quality 
care improvement [3-6], and include data important for the quality 
care of hidden community women with GPPPD. If untreated, 
GPPPD can negatively impact personal well-being or health related 
quality of life [7]. Patient self-reported experiences of health care 
data are also useful for determining whether there are service quality 
gaps in patient-oriented care and what service qualities would bridge 
identified gaps as part of quality care improvement. This study sought 
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Vaginismus was defined as “recurrent or persistent involuntary 
spasm of the vagina’s musculature making intercourse painful or 
even impossible, despite the woman’s expressed wish for penetration” 
and could also have been classified as primary or secondary [9]. The 
‘spasm’ of vaginismus could not be reliably measured leading to the 
removal of the diagnosis of vaginismus from the DSM-5 [12]. The 
omission of the diagnosis of vaginismus occurred after the data 
collection phase of this study, therefore the diagnosis of vaginismus 
will be maintained.

Given the fact that GPPPD is a newly documented diagnosis, its 
prevalence is still to be ascertained [13]. However, prevalence studies 
for vulvodynia and vaginismus can give some guidance. Prevalence of 
vulvodynia varies from 3-18 % of the general population, and up to 
46% in a clinical population [14-18]. Researchers estimate that 1-6% 
of women worldwide have vaginismus [9, 19-21], with prevalence in 
clinical settings being between 5-17% [19, 22].

Between 6% and 54% of women with genital pain symptoms seek 
treatment [14, 18, 23-25]. Women who seek treatment report that 
receiving a diagnosis and finding effective treatment can be elusive 
and lead to significant personal distress [26, 27]. Unmet patient 
agendas may be a contributing factor in this distress, although no 
studies have examined the treatment-seeking agendas of women with 
GPPPD.

Women with GPPPD are at risk for suboptimal health care in that 
the condition is often contested by health care professionals (HCPs) 
and people in the woman’s social network [26, 28,29]. For instance, 
women with GPPPD perceive to be disbelieved by HCPs as to the 
nature and severity of their symptoms [26]. The intimate nature of 
GPPPD and the fear of such judgement and stigma [30] could delay 
or interrupt treatment-seeking. Treatment-seeking can impose a 
subjective burden on women beyond the physical, as the person’s 
sexuality, relationships and self-perceptions as a sexual partner [7, 
30, 31] are exposed to external threat. Women may also experience 
relationship burden when attempting to protect their intimate 
relationship with little to no social support from significant social 
others. These burdens may lead to delay or interruption of treatment 
seeking for GPPPD. For those who do seek treatment, the quality of 
their interactions with HCPs, as well as their history of consultation, 
may impact their access to the care services they need and deserve 
[32]. 

Consultation Agendas for Treatment 
Seeking  

Patient agendas, or the implicit and explicit perceptions people 
bring to the medical consultation, include the patient’s expectations, 
feelings and fears about their health status [33]. These consultation 
expectancies are in part influenced by their treatment seeking history 
and important to understanding patient responses to treatment 
uptake and adherence [34]. Yet, eliciting patient expectancies or 
agendas is often neglected by HCPs [35]. Unmet patient agendas 
are associated with poorer health outcomes [36] and lower patient 
satisfaction [37-40]. For the community HCP, the cost of unmet 
patient agendas includes more demanding consultations [41] and 
avoidable patient drop out [34, 42-44].

Patients often overlay multiple consultation expectancies, with 

some of these agendas unvoiced [40]. HCPs may believe that patients 
come to them for a specific action (e.g., prescription, test or referral) 
[40], however the literature suggests there may be other agendas 
at work. Surfacing patient agendas requires that HCPs provide 
information and clinical expertise [39, 45, 46], explore psychosocial 
needs [47, 48], take physical symptoms seriously [48], and listen to 
and empathise with patient concerns [27, 45, 49].

One way of meeting the health care needs of women with GPPPD 
is to understand and address their consultation expectancies or 
agendas [34]. Community HCPs who are able to discern and address 
their patients’ agendas are more likely to effectively address patient 
concerns [33]. Although previous qualitative research has explored 
the treatment seeking experience of women with GPPPD e.g. [26], 
specific consultation agendas have not been elucidated. Therefore, the 
aim of this research was to characterise patient agendas important 
for the successful treatment of GPPPD. The study was guided by the 
following questions: (1) What are the consultation agendas of women 
patients with GPPPD? and (2) How do these agendas vary according 
to GPPPD symptoms and treatment seeking history? The findings 
may be of clinical significance in guiding and supporting patient 
oriented care by health care providers with woman with GPPPD. 

Method
Research design

Qualitative inquiry was used to explore the lived experiences 
of women seeking treatment for GPPPD; specifically, a grounded 
theory approach [50, 51] within the context of a phenomenological 
exploration of the woman’s experience of treatment seeking for 
GPPPD. A lived experience approach is able to best characterise 
treatment seeking agendas in community health care settings from 
the perspective of the woman by capturing the common meanings 
and features for these women [52].

Participants and setting
Participants were 26 community women with GPPPD - 13 

women (50%) with provoked and localised vulvodynia, 9 (35%) with 
unprovoked and generalised vulvodynia and 4 (15%) with vaginismus. 
The average age of the participants was 27, with a range of 19-43 
years. Nineteen of the women (73%) were in long-term relationships 
(see Table 1 for a summary of the demographic information).

Data collection 
Data were collected on the women’s help-seeking experiences 

and motivations, as well as trajectories. The women also provided 
personal demographic data including age, diagnosis and relationship 
status. Data were collected in Australia from participants living in 
Australia and North America.

Help seeking experiences
Data on help-seeking experiences and motivations of the 

women were collected utilizing face-to-face interviews (n=4), phone 
interviews (n=7) or an on-line survey comprising of open-ended 
questions (n=15) (see Appendix 1 and 2 for copies of the interview 
schedule and the online survey, respectively). The interviews and on-
line survey collected demographic information and information about 
the women’s symptoms, diagnosis, and treatment seeking history and 
experiences. If the woman had sought treatment, this experience 
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was explored in-depth to ascertain what they sought to benefit 
from consultation and how their experiences from the consultation 
influenced their motivation for further treatment-seeking. As data 
credibility and trustworthiness checks, we triangulated the interview 
and the survey data for coherence. In addition, we utilized member 
checks to confirm and clarify analysis. This was implemented  by 
writing a summary of the main findings and requesting confirmation 
and clarification of the themes from the participants.

Treatment seeking trajectories 
The women self-reported on their consultation trajectory. A 

trajectory has both duration and shape [53-56]: immediate or delayed, 
and continuous, episodic or discontinuous. Trajectory duration is 
expressed in time frames (i.e. immediate or delayed), while the shape 
of the treatment seeking trajectory is defined by the nature of treatment 
seeking, i.e. continuous, episodic or discontinuous. An immediate 
trajectory is defined as treatment seeking within two months of 
symptom development and a delayed trajectory is defined as more 
than two months. A continuous trajectory is when a participant seeks 
treatment on a consistent basis. An episodic trajectory is characterised 
by significant periods of time (more than two months] without 

participating in treatment seeking. A discontinuous trajectory is 
characterised by no contact with a HCP or participation in treatment 
strategies at all. Discontinuation of treatment seeking could be due to 
either ‘giving up’ on managing symptoms, or satisfactorily managing 
symptoms and having no need for professional health care.

Procedure
This study was approved by the University of Sydney Human 

Research Ethics Committee in December 2009. Participants received 
an explanation of the research aims and procedures (see Appendix 
2 “Information about this research” for details of the information 
the women received) and they granted individual written consent. 
Participants were recruited and data was collected between January 
2010 and March 2012 by contacting Australian HCPs who treat 
women with genital pain and through placing an advertisement in the 
University of Sydney e-newsletter. Participants for the online survey 
were recruited by placing advertisements on a number of women’s 
health websites and in clinic waiting rooms. Women self-selected in 
to either the interview or the online survey. None of the women who 
expressed an interest in participating and met the selection criteria 
dropped out of the study, although one of the interview participants 

Part. # Age Relationship status Diagnosis Length of time with symptoms

P001 22 Single (in short term relationships with both men and women] U/G vulvodynia* 10 months

P002 26 LTR, heterosexual P/L vulvodynia* 60 months

P003 19 LTR, heterosexual U/G vulvodynia* 60 months

P004 33 LTR, heterosexual P/L vulvodynia* 72 months

P005 23 LTR, heterosexual U/G vulvodynia * 18 months

P006 26 LTR, heterosexual Vaginismus* 120 months

P007 25 LTR, heterosexual P/L vulvodynia** 60 months

P008 23 LTR, heterosexual U/G vulvodynia ** 108 months

P009 30 LTR, heterosexual P/L vulvodynia * 144 months

P010 23 LTR, heterosexual P/L vulvodynia* 96 months

P011 19 LTR, heterosexual P/L vulvodynia** 9 months

P104 28 LTR, heterosexual Vaginismus * 48 months

P106 43 Single^ U/G vulvodynia ** “years ago”

P108 30 LTR, heterosexual P/L vulvodynia ** 120 months

P111 24 Single^ P/L vulvodynia* 60 monts

P112 24 Single^ U/G vulvodynia * 168 months

P117 19 Single^ U/G vulvodynia** 96 months

P118 36 LTR, heterosexual U/G vulvodynia ** 4 months

P121 32 LTR, heterosexual Vaginismus* 36 months

P122 36 LTR, heterosexual P/L vulvodynia ** 144 months

P125 33 Single^ P/L vulvodynia* Not stated

P126 27 LTR, heterosexual Vaginismus ** Not stated

P129 27 LTR, heterosexual P/L vulvodynia ** 108 months

P132 22 Single^ U/G vulvodynia ** 12 months

P133 27 LTR, heterosexual P/L vulvodynia ** 144 months

P134 33 LTR, heterosexual P/L vulvodynia** 84 months

Table 1: Demographic information.

Note: LTR: Long-Term Relationship; ^=sexual preference not stated; U/G vulvodynia: Unprovoked and Generalised vulvodynia; P/L vulvodynia: Provoked and 
Localised vulvodynia; *=diagnosis from doctor; **=no diagnosis from a doctor, description of symptoms used to assign a diagnosis.
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did not complete a second interview due to poor health.

Analysis 
Interviews were recorded and transcribed verbatim. Data 

was thematically analysed by the first listed author following the 
procedures outlined by Strauss and Corbin [57] and Charmaz [58]. 
Data analysis was iterative and progressive, in that data was collected 
and analysed at the same time. Furthermore, the analysis considered 
the self-reported treatment seeking experiences and expectancies 
taking into account consultation trajectory. Data were initially 
analysed by the first listed author using the grounded theory processes 
of coding (initial, word-by-word, line-by-line, focused, axial and 
theoretical coding), memoing, sorting and theory development [58]. 
The analysis was interpreted with the assistance of the  the second 
author listed author who also supervised the research project. The 
third listed author then independently audited the data transcription 
and interpretation for trustworthiness or credibility. N Vivo software 
was used to aid in data storage and organisation. The data presented 
here are de-identified with participants coding ‘P’ with randomly 
assigned case number to ensure confidentiality of participants. 
GPPPD condition and relationship status are also reported on in each 
case. 

Results
Twenty (77%) of the women identified agendas for their health 

care consultations, which in part also explain their expectations: 
(1) Validation agendas, (2) Informed HCP agenda, and (3) HCP-
patient alliance. These identified expectations were not always met 
in the first consultation and for some of the participants they were 
never met. When an agenda was met hope, relief and motivation 
to manage symptoms were often experienced. However, when they 
were not met the women often experienced distress, doctor shopped 
or discontinued treatment seeking. Table 2 shows a summary of the 
common characteristics of the women according to agendas.

Expectation for symptoms to be validated
When meeting with the HCP, some of the women in this 

study expected to receive validation that their pain symptoms were 
significant. If the woman perceived that her pain and the impact of 
the pain was minimised she felt invalidated, leading to significant 
distress. Nine of the women (35%) reported feeling invalidated by 
their HCP. One woman came to her doctor with the hypothesis that 
she had vulvodynia, only to have her pain minimised: 

I had seen a gynaecologist and stopped seeing her because 
even though I told her about my symptoms she was way, way too 

rough with me. It hurt heaps and she said, “You definitely don’t have 
vulvodynia because if you did I wouldn’t be able to insert my fingers 
inside you.” … I just felt that we were on two completely different 
planes, so I was like I am not going to keep seeing this gynecologist. 
(P005, 23yo, GV, long-term relationship)

Another woman stated:

[The doctor] made some comment like, “It will be interesting to 
see what happens after you have a baby because your pain threshold 
changes.” And I thought...I can’t even have sex...It sort of made me 
feel like I was hypersensitive to the pain or that I couldn’t cope (P009, 
30yo, PV, long-term relationship).

Conversely, when the women received a diagnosis or felt the HCP 
understood the significance of their symptoms (i.e. the validation 
agenda was met), most experienced hope and a decrease in their 
distress. For example, one woman had seen numerous doctors over 
a number of years before she found her current gynecologist. The 
woman described her first appointment as follows, “The consultation 
went well, I felt that he listened to me and took my condition 
seriously” (P007, 25yo, PV, long-term relationship). She then saw 
another specialist on his suggestion and said: 

[She] had an intuitive grasp of what was going on with me…
She understood that what was happening to me was terrible, both 
psychologically and physically…Put in the simplest terms, she 
understood that it was not my fault…The improvement in my quality 
of life is hard to quantify – I feel like I have been set free (P007, 25yo, 
PV, long-term relationship).

Four women experienced validation from their first consultation 
and all but two of the women who initially experienced invalidation 
went on to find HCPs who they felt validated their condition, either 
through diagnosis or through their symptoms being taken seriously. 

Sixty-seven per cent of the women whose validation agenda 
was not met were diagnosed with provoked vulvodynia and 78% 
of them were in long-term relationships. All of the women whose 
validation agendas were met from the first consultation had provoked 
vulvodynia and were in long-term relationships, while 75% were over 
25years of age.

Experience based perceptions of HCP competencies
The women expected their HCP to be well informed about 

their condition and its treatment. When this agenda was not 
met the women often looked for another HCP. Seventeen of the 
women (65%) had seen HCPs whom they thought did not have 

Agenda Trajectory Diagnosis Age Relationship status

Validation: Not met at initial consult (n=9] IC and DC (88.9%] PV (66.7%] n/a LTR (77.8%]

Validation: Met at initial consult (n=4] DC (75.0%]* PV (100.0%] 75.0% were >25yo LTR (100%]

Informed HCP: Not met (n=17] IC and DC (70.6%] PV (58.9%] n/a LTR (76.5%]

Informed HCP: Met (n=2] IC and DC (100%] n/a n/a n/a

HCP alliance: Not met (n=11] IC and DC (63.3%] GV (54.5%] n/a LTR (72.7%]

HCP alliance: Met (n=13] IC and DC (81.8%] PV (76.9%] n/a LTR (69.2%]

Table 2: Common characteristics relating to help seeking agendas.

Note: IC: Immediate and Continuous; DC: Delayed and Continuous; GV: Generalised Vulvodynia; PV: Provoked Vulvodynia; n/a: not a noteworthy characteristic; LTR: 
Long-Term Relationship.*One participant who did not have a continuous trajectory had only sought treatment between interviews one and two so her trajectory is not 
able to be determined.
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the appropriate knowledge to treat their genital pain. One woman 
felt that “doctors don’t know (about genital pain) and just guess (at 
how to treat it)” (P118, 36yo, GV, long-term relationship). Another 
woman said, “No one knew anything [about vulvodynia] except for 
my last gynecologist” (P003, 19yo, GV, long-term relationship). The 
experience of seeing an HCP that they felt was uninformed led some 
of the women to discontinuing treatment. For example, one woman 
stated:

The number of people who have looked at me in the face and said, 
“You know, you should really just stop wearing tight clothes” or “you 
should really just stop having baths”. I don’t wear tight clothing, I’m 
not having baths...there needs to be more wisdom. I didn’t really see 
the point of continuing to seek treatment for it (the pain). I hadn’t 
really got very far with [treatment-seeking]. (P007, 25yo, PV, long-
term relationship).

Three other women ‘doctor shopped’ because they thought their 
doctor was uninformed about genital pain. For example, one woman 
said: 

I think in that early period (of having pain symptoms) I shopped 
around [for a doctor who was knowledgeable] and I think that was 
possibly the wrong thing to do because it made it hard for them to 
start establishing a pattern of when the pain was happening (P007, 
25yo, PV, long-term relationship).

Two of the women (8%) reported that their HCP was informed 
about their pain condition from the first consultation and ten of the 
women (59%) who initially felt their HCP was not informed about 
their pain felt that they eventually found a knowledgeable doctor, 
who brought relief to their distress. The women described positive 
outcomes when the HCP could clearly explain why she was having 
pain and how the treatment addressed her pain. For example, one 
woman explained: 

He (the HCP) really helped me by explaining [my symptoms]. 
It’s quite good because now I’m not as emotionally involved with it, 
it’s more of an, ‘OK it’s a physical thing and I’ll get over it.’…I’ve been 
noticing a lot of progress (P002, 26yo, PV, long-term relationship).

Another participant contrasted the frustration of seeing an 
HCP that she perceived to be uniformed, with the relief of seeing a 
knowledgeable HCP. She said, “It wasn’t until I saw the physio that 
I was like, ‘OK now I am speaking to someone who has dealt with this 
before’” (P001, 22yo, GV, single).

The majority of the women whose informed HCP agendas were 
not met had provoked vulvodynia (59%) and were in long-term 
relationships (77%). There were no other characteristics specific to an 
informed HCP agenda being met or not.

Valuing of HCP-patient alliance 
Many of the women in this study expected to develop an alliance 

with their HCP that was characterised by a reciprocal exchange of 
information, with the woman being the expert about her pain and 
the doctor being the expert about treatment. Eleven women (42%) 
experienced a poor HCP alliance resulting in distress. One woman 
summarised her experience of seeing specialists, “I would feel like 
they are not listening, or they don’t understand, or you said your 
story again and they didn’t get it” (P008, 23yo, GV, long-term 

relationship). Another woman stated, “I wasn’t really happy with that 
gynecologist...I just found it frustrating because I had always been 
quite aware of my body yet he didn’t seem to listen to what I was 
saying to him” (P009, 30yo, PV, long-term relationship).

Thirteen of the women (50%) reported a strong alliance with 
their HCP resulting in more consistent and less distressing treatment 
seeking. One woman summed up her alliance with her HCP by 
saying, “She [is] really empathic and she is very knowledgeable and 
she, you know she cares, she listens to every aspect…of the problem” 
(P009, 30yo, PV, long-term relationship).

Of the women with a poor alliance with their HCP the majority 
(55%) were diagnosed with generalised vulvodynia, as opposed to the 
group of women with a satisfying alliance with their provider, where 
the majority were diagnosed with provoked vulvodynia (77%). The 
majority of the women with agendas that were met and not met were 
in long-term relationships (72.7% and 69.2%, respectively).

Recalibration of expectations in the context of treatment 
experience 

Two of the women (8%) reported to negotiate and modify their 
agendas when they felt they had a strong HCP alliance, resulting 
in more positive management of their pain. This involved the HCP 
listening to and supporting the woman, resulting in the women 
modifying specific treatment agendas. One woman, who felt she had 
been previously misdiagnosed as having thrush, said this about her 
current HCP:

They (sexual health clinic) were really good, but they still did all 
the tests [for thrush] again…I kind of said to her, ‘Look they’ve done 
the test you know, it’s gonna come back negative’...and [then] she (the 
doctor) made the suggestion of vulvodynia…The doctor, she listened 
to me when I was like, ‘…what happens when [the thrush tests] come 
back negative?’…that was the first time I felt like [someone listened to 
me] (P001, 22yo, GV, single).

Another woman said:

I was skeptical (about what her current HCP was suggesting). I 
felt like I had been told a number of times that thrush was the cause 
of my troubles only to have the doctor do a back flip when the swabs 
came back negative…But at the same time I felt that, unlike previous 
specialists I had seen, [this doctor] had an intuitive grasp of what was 
going on with me. She knew which questions to ask and she provided 
clear and detailed answers to my questions. Most importantly, she 
understood that what was happening to me was terrible. (P007, 25yo, 
PV, long-term relationship).

Discussion
The data suggest that women with GPPPD have consultation 

expectations or agendas that influence their experience of treatment 
seeking. These are (1) the expectation of validation of the reality 
of their experience of symptoms, (2) that the treating HCP be well 
informed about GPPPD conditions, and (3) the importance of an 
alliance with the HCP for successful management of their GPPPD 
condition. Rather than being three separate expectations, the agendas 
seem to interact in their effect on consultation experiences and 
expectancies. For example, a strong HCP-patient alliance was often 
reliant on the woman feeling her experiences were validated and that 
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the HCP was knowledgeable about GPPPD. The women in this study 
were more successful at accessing health care and actively engaging in 
their treatment when they felt their consultation agendas were met.

Findings suggest positive outcomes for women with GPPPD are 
partly dependent on validation of symptoms, which involves mutual 
respect of the HCP’s professional knowledge and the woman’s lived 
experience knowledge. When there is not mutual respect of both 
the HCP’s knowledge and the woman’s experience, the consultation 
may become strained, leading to distress for the woman and possible 
doctor shopping. Conversely, when both professional and lived 
experience knowledge are respected, the woman feels safe to fully 
disclose her symptoms, making correct diagnosis and effective 
treatment more likely. When the woman experiences effective 
management of symptoms, respect for the HCP’s knowledge ensues 
improving the chance of patient engagement and activation. There is a 
recent focus on patient engagement and activation in health care [59]. 
Patient engagement is the involvement of patients in their health care 
based on the concept of shared responsibility, while patient activation 
involves the willingness and ability of the patient to take active and 
independent steps to manage their health and care [59]. When the 
women’s consultation agendas were met and they were engaged in 
their health care, the women with GPPPD experienced a balance of 
power in their relationship with their HCP.

The women in this study valued appropriately balanced HCP–
patient power, as evidenced by their identification of the HCP–
patient alliance as an agenda for their health care consultations. 
An alliance between the patient and the HCP involves negotiation, 
mutual respect, and reciprocity [34], suggesting a balanced 
power relationship. Previous research found that effective HCP 
communication of knowledge, good HCP listening skills and HCP 
empathy are important to a balanced HCP–patient relationship [60], 
further supporting the assertion that the three identified agendas are 
interdependent.

The specific GPPPD diagnosis appeared to be associated with 
patient self-reported strength of the treatment alliance with the HCP. 
For instance, the majority of women whose HCP-patient alliance 
was not met had been diagnosed with generalised and unprovoked 
vulvodynia, while the majority where this agenda was met had 
localised and provoked vulvodynia. Both provoked and generalised 
vulvodynia [11] are neuropathic pain conditions, however the 
pain is differentially elicited. The pain of provoked vulvodynia is 
experienced when pressure is applied to the vulva, whereas women 
with generalised vulvodynia can experience pain without an obvious 
trigger. Furthermore, the pain of generalised vulvodynia can be 
unpredictable and unrelenting [11]. The unpredictable pain of 
generalised vulvodynia may have led to feelings of helplessness and 
hopelessness leading to feeling that their HCP was ineffectual and 
lacked knowledge. As was stated earlier, feeling the HCP lacked 
knowledge negatively influenced the HCP-patient alliance. He 
treatment-seeking trajectory did not seem to differentiate among 
the women in their consultation expectancies, with all of the women 
who identified consultation agendas having a continuous trajectory, 
regardless of whether their agendas were met or not. The reasons 
for this finding are unclear. However, given the complex nature 
of treatment-seeking it is likely to be another factor that was not 
explored in this study, e.g., pain levels or relationship quality. Further 

research is needed to confirm this finding.

Implications for clinical practice
The findings of this study have implications for patient oriented 

care practices with women with GPPPD seeking treatment from 
community health care providers. For instance, HCPs may be able 
to support women with genital pain more effectively with requisite 
knowledge on GPPPDs and also by communicating patent-
centeredness in their practices. Patient oriented HCP skills necessary 
for successful care of women with GPPPD are knowledge of GPPPD, 
empathy and listening. Because of the chronicity of GPPPD these 
skills are all the more important as the woman requires a strong and 
supportive alliance with her HCP as she navigates this condition 
throughout the various stages of her life. For instance, a woman who is 
at the stage of life where she may be dating in order to find a life partner 
may require interventions that support assertive communication 
with potential partners. A woman who is of childbearing years may 
need fertility support. Furthermore, the complexities of treating 
women with GPPPD are such that it is a condition that not only 
affects women physically, but may also significantly impact upon 
sexuality, relationships and self-perceptions. Treatment may be 
further complicated by the stigma and shame that can be experienced 
by women with GPPPD.

Findings suggest HCP communication skills to be important 
for enhancing a supportive relationship: the provision of relevant 
information [61, 62], positive and supportive talk [61, 63], and a 
friendly, warm and sympathetic approach [61, 64-68]. This study 
extends the sexual health practice literature on HCP–patient 
relationships in that it identifies the specific HCP interpersonal skills 
necessary to supporting women with GPPPD. Although the identified 
necessary HCP skills include many of the skills any HCP needs to 
provide quality care (e.g. empathy, active listening, and patient 
empowerment), there are also skills specific to treating women with 
GPPPD. These are HCP knowledge about GPPPD and its treatment, 
and the ability to address the sexual impact of GPPPD in a sensitive 
manner.

This study emphasises the need for more HCP education around 
identifying and addressing patient agendas. With regards to GPPPD, 
specific training should include information about diagnosing and 
treating GPPPD, as well as the development of skills so that validation 
of symptoms is communicated and a strong working alliance can be 
developed.

This research highlights one of the ways (addressing patient 
consultation agendas) community HCPs can support women with 
GPPPD to encourage them to actively engage in management of their 
symptoms. As clinicians gain a more complete understanding of the 
consultation agendas of this community of women, outcomes will 
improve.

Strengths and limitations of the study  
There are several strengths of this research. By taking a lived 

experience approach, the phenomenon studied was investigated 
holistically, rather than from the predefined parameters of a 
quantitative survey [69]. The lived experience data are closer to 
actual patient experiences than those from categories imposed by 
researchers. 
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There are also several limitations worth mentioning. First, the 
study cannot be considered representative of the GPPPD population 
because it was a self-selecting sample [70]. Another limitation of this 
research is that the interview schedule was researcher-developed, and 
therefore may be limited in the topics covered. Finally, the interview 
schedule was not piloted.

Research is needed that further investigates the relationship 
between patient consultation agendas and the various symptoms 
of GPPPD, and in women from other cultures and socio-economic 
backgrounds. Research is also needed to gain a better understanding 
of the interaction between HCP agendas and patient consultation 
agendas, and the impact of this interaction on outcomes for this 
community of women. 

Conclusion
This study sought to identify the consultation agendas that 

influence the treatment-seeking trajectory of women with GPPPD 
utilising a lived experience approach. It identified the HCP qualities 
that are of particular salience to the treatment experiences of women 
with GPPPD, namely the ability to diagnose and validate the woman’s 
experience of symptoms and the ability to develop a strong alliance 
with the woman. On the basis of this research, significant effort should 
be invested in educating community HCPs about GPPPD. This can 
be achieved through HCP pre-service and continuing education 
program participation as well as community oriented women’s health 
outreach programs.
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