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About me as a person not only the disease – piloting

Guided Self-Determination in an outpatient endometrio-

sis setting

Introduction: Endometriosis is a chronic disease affecting

5–10% of women in the reproductive age. Despite surgi-

cal and medical treatment, many women struggle with

pain, infertility, sexual dysfunction, depression, distress

and reduced workability, affecting their overall quality of

life. The usual follow-up procedures may not support the

women’s self-management of this condition. Therefore,

person-centred empowerment-based approaches are

needed.

Aim: To assess if the implementation of the Guided Self-

Determination method targeted women with complex

endometriosis appeared feasible and supported self-

management.

Methods: Guided Self-Determination was offered to 10

out-patients with complex endometriosis. Each of the

women had five conversations based on prefilled disease-

specific reflection sheets. A qualitative evaluation was

conducted in 2016–2017 covering semi-structured, tele-

phone interviews and focus group interviews, which

were analysed using thematic analysis. Additionally, we

assessed if the women changed the self-reported

questionnaires, Endometriosis Health Profile 30 and the

Patient Activation Measure from before and after the

conversations.

Results: We identified four themes: feeling alone with the

disease; establishing a meaningful relationship with

healthcare professionals in a traditional hospital setting;

person-specific knowledge facilitated new behaviours

and; accepting a chronic condition – the beginning of a

process. All dimensions of the Endometriosis Health Pro-

file 30 and the Patient Activation Measure appeared to

improve at two weeks and so did almost all the dimen-

sions of Endometriosis Health Profile 30 after 1 year.

Conclusions: The implementation of the Guided Self-

Determination method appeared feasible and the women

developed self-management skills in relation to

endometriosis and its symptoms. This was achieved by

increasing insight into their needs and behaviours and

gaining new knowledge about the disease itself. The

before-and-after assessment suggested benefit of the

intervention, but this should be further tested in a ran-

domised trial.

Keywords: endometriosis, empowerment, self-manage-

ment, nurse-led intervention, guided self-determination,

life skills, follow-up, outpatient clinic.

Submitted 4 July 2019, Accepted 28 November 2019

Introduction

Endometriosis is a gynaecological disease defined by the

presence of endometrial-like tissue outside the uterus

causing chronic inflammation (1). The prevalence is esti-

mated to be about 5–10% of the general female

population of reproductive age but is much higher in

women with infertility and chronic pelvic pain (2).

Women with endometriosis experience a broad spectrum

of symptoms including pelvic pain, dysmenorrhoea and

dyspareunia (1). Sexual dysfunction is described as a

multidimensional phenomenon which is associated with

but not limited to deep dyspareunia and thus can have a

great impact on those suffering from endometriosis (3).

Women may also experience fatigue (4) psychological

challenges (5) and psychopathological comorbidities such

as somatisation, anxiety, sensitivity and depression (6–8)
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all of which can negatively impact their quality of life

(QOL) (9,10), sleep, perceived stress (10) and perception

of pain (7). Altogether endometriosis affects education

and workability (5) with direct and indirect socio-eco-

nomic costs (7,9).

The primary purpose of endometriosis treatment is to

reduce pain and has traditionally focused on surgical and

medical treatment. Even though these treatment options

have been shown to reduce pain, women often still

struggle with pain which ultimately affects their QOL

(9,11). A Norwegian study reported that women with

moderate to severe endometriosis had poorer mental

HRQOL as compared to women with rheumatoid arthritis

(12). Therefore, it is important to address psychosocial

symptoms alongside physical symptoms. Usual follow-up

procedures following treatment appear not to support the

women’s self-management of the condition. Therefore,

person-centred interventions are needed to address all

the aspects of women’s lives suffering endometriosis and

simultaneously support their self-management skills in

relation to persisting symptoms. Searching the literature,

we have not found such interventions.

In this study, we apply a person-centred empower-

ment-based method, ‘Guided Self-Determination’ (GSD),

which was developed in diabetes care (13–16). It includes

patient reflection sheets and conversations with health-

care professionals (HCPs). It has successfully been trans-

ferred to other patient groups including parents to

premature children (17), patients in dialysis (18) and

patients with schizophrenia (19,20) and cancer (21,22).

In diabetes, GSD improved glycemic control (23) and has

reduced disease-related distress (24). Qualitative evalua-

tions in the diabetes and dialysis settings have shown

GSD to be a useful person-centred problem-solving tool

that facilitates the development of life skills (18,25). In a

nurse-led stepped-care intervention, GSD improved phys-

ical QOL (22) and the development of relational compe-

tencies and problem-solving skills in gynaecological

cancer survivors (26).

In this study, we aimed to assess if the implementation

of GSD was feasible in an outpatient setting treating

endometriosis and if and how GSD impacted on the

women’s self-management of the disease. Additionally,

we assessed changes in self-reported endometriosis-speci-

fic health-related quality of life (HRQOL) and confidence

in managing health and care.

Methods

Design

We used both qualitative and quantitative methods. The-

matic analysis was conducted according to Braun and

Clarke (27) on data from semi-structured individual and

focus group interviews to gain knowledge of the

women’s experience of GSD targeted at women with

endometriosis (GSD-endo). These were supplemented

with before-and-after assessment on the self-reported

measurements, Endometriosis Health Profile 30 (EHP-30)

(28,29) and the Patient Activation Measure (PAM) (30).

Participants

From January 2016 to April 2017, women with

endometriosis were invited to participate if they indicated

complex symptoms by marking at least two of six ques-

tions in a short endometriosis screening tool developed

for the study (Table 1). Development was inspired by the

questionnaires SF 36 (31) and EHP 30 (28,29).

Additional inclusion criteria were age 18 years or

above; pre-menopausal; diagnosed with endometriosis

(histology) at least 4 months ago but not more than

10 years ago; and the ability to read and write in Danish.

Exclusion criteria were participation in a prior GSD-endo

pilot study; pregnancy or fertility treatment; pain due to

other conditions; and psychological conditions including

cognitive or psychiatric impairment, alcohol or drug

abuse and surgery planned within the next year. After

verbal and written information, women signed a written

informed consent form to participate and answered the

baseline questionnaires (Fig. 1) after which they were

mailed the preparatory reflection sheets for the first

conversation.

Fourteen women initially agreed to participate; how-

ever, four never received the intervention due to the fol-

lowing reasons: one became pregnant; one became

divorced; one lived too far away; and one provided no

reason for nonparticipation, leaving 10 participants to

receive the intervention.

The intervention GSD

Guided Self-Determination supports reflection, collabora-

tion and changes in the patients’ lives facilitated by the

development of life skills in dealing with the disease

(18,25). Life skills are a comprehensive concept defined

as: ‘Those personal, social, cognitive and physical skills

that enable a person to control and direct their lives and

Table 1 Screening questions

1 Are you worried about what the endometriosis will cause in the

future?

2 Do you feel limited in your daily life due to endometriosis?

3 Does endometriosis keep you from doing things in your daily life?

4 Do you consider your quality of your life affected due to

endometriosis?

5 Have you experienced pain due to your endometriosis within the

past 4 weeks?

6 Do you feel more tired than your peers?
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develop the capacity to live with and produce change in

their environment’ (32).

The main features of GSD include preparatory semi-

structured reflection sheets and conversations with an

HCP certified in GSD. Different reflection sheets were

completed by the patients before face-to-face conversa-

tions with the HCP. The sheets facilitate reflection and

self-insight helping the patients to acknowledge and

express their own specific needs, values and resources.

The prefilled sheets constitute the starting point for face-

to-face conversations, and during these, the patient and

the HCP together create a common knowledge that pro-

vides the basis for further problem-solving of the issues

that the patient considered to be particularly important

in accordance with their values and needs.

Our study builds on a previously piloted GSD-endo

study (unpublished, presented at the 11th World Con-

gress on Endometriosis, 2011). In our study, a total of 20

disease-specific reflection sheets were used in five con-

versations. In addition, four women received a one-year

follow-up conversation as a test. They were the first to

complete the GSD course, and therefore, they partici-

pated in a focus group interview in which they suggested

the follow-up conversation.

GSD certified nurses

Nurses were educated during a four-day course including

theoretical and practical training with a final test. In this

study, GSD-endo was facilitated by three nurses, who

had at least 20 years of gynaecological experience, all

employed at the Gynecological Outpatient Clinic at the

Copenhagen University Hospital, Rigshospitalet. In addi-

tion to the certification in GSD, they received two group

supervisions with a psychologist covering their experi-

ence with GSD and discussion about when to refer to a

psychologist.

Interviews

Nine women were interviewed two weeks after the last

conversation; one was not interviewed due to referral to

a psychologist. The individual interviews lasted 25–

35 minutes and aimed to capture the women’s immedi-

ate experience of GSD-endo and the feasibility of the

intervention while the conversations were still remem-

bered. The first question was: Why did you choose to partici-

pate in the pilot study? Thereafter, the focus was on four

areas: how they experienced the reflection sheets; the conversa-

tions with the nurse; GSD’s contribution to the development of

life skills; and the overall organisation of GSD-endo conversa-

tions. After 8 months, a 50-minute focus group interview

was conducted with four women to gain various perspec-

tives on GSD and to assess the long-term durability of

any changes. Knowledge from the single telephone inter-

views qualified the questions in the focus group inter-

view guide. The patient trajectory and time points for

data collection are presented in Fig. 1.

Analysis of interviews

Data from the two kinds of interviews were initially anal-

ysed separately but it became clear that the findings inte-

grated and complemented each other. Therefore, we

decided to analyse them together. We used thematic

analysis (27) which was applied as a hybrid of inductive

and deductive analysis. The inductive part considered

how women with endometriosis experienced living with

the disease and receiving GSD-endo. The deductive part

referred to whether the women, like in previous qualita-

tive evaluations of GSD, developed life skills enabling

them to self-manage their disease in daily life.

The thematic analysis was carried out by three of the

investigators (SMS, CS, MLO) in six phases: first, the

transcribed interviews were read multiple times to

become familiar with data; second, initial ideas about

codes were noted; third, the interviews were coded

independently by each investigator into codes and possi-

ble overall themes and discussed; fourth, codes and

overall themes and their potential inter-relationship

were visualised in several mind maps and were dis-

cussed; fifth, a consensus was reached on codes which

were named and defined; and sixth, findings were

reported in this article.

2 weeks after
completed conversation

Questionnaire N  =  10

Telephone interview 
N  =  9

6 – 8 months after 
completed conversation

Focus group interview N  =  4

Baseline 
Questionnaire
N  =  10

GSD CONVERSATIONS

DATA COLLECTION

During a 5 months
periode at average
N  =  10

Follow-up conversation 
after 12 months N  =  4

Questionnaire N  =  4

Figure 1 Overview of the intervention and the data collection.
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Questionnaires

Questionnaires were collected at three different time

points: after informed consent at baseline (n = 10), two

weeks after the last conversation (n = 10) and after one

year (n = 4) to assess potential changes short term and

long term in this particular patient group.

EHP-30. The EHP questionnaire is disease-specific and

designed to measure the women’s experience of their

HRQOL regarding endometriosis. We used the long-form

core instrument EHP-30 (28,29), which covers pain, con-

trol and powerlessness, emotional well-being, social sup-

port and self-image dimensions. Answers were given on

a five-point Likert scale, and each dimension was calcu-

lated on a scale from 0 to 100 where 0 is the best possi-

ble health status and 100 is the worst. We were granted

permission to use the Danish validated version by Isis

Innovation Limited (www.isis-innivation.com).

PAM. The PAM measures the women’s knowledge, skills

and confidence in managing health and care (30). Based

on their answers, they obtained a PAM score between 0

and 100 which classified the women on one of four

levels of activation from being passive and overwhelmed

at level 1 to having adopted behaviours to support their

health though still being struggling to maintain them

because of life stressors on level 4. A license was

obtained to use the Danish validated version from

Insignia Health (www.insigniahealth.com).

Data were entered into the software program Excel,

and descriptive statistics were calculated according to the

guidelines of the various scales including scores, medians,

interquartile ranges and median changes.

Results

Baseline characteristics of the 10 participating women are

shown in Table 2.

The analysis generated four themes as shown in Table 3.

The women experienced many challenges and felt lonely

in dealing with the disease. GSD-endo became the turning

point for a process where they developed life skills improv-

ing their ability to self-manage the disease in daily life. In

the following, we describe the themes in detail.

Feeling alone with the disease

In the single interviews, all the women expressed that

their motivation for participating was a feeling of loneli-

ness. They described, trying different methods to receive

help with their condition but had not succeeded in get-

ting what they needed ‘I had no life left in me, physi-

cally, mentally or socially. My illness continually

consumed everything (Woman 7)’. They had several

worries regarding fertility, sexuality, their relationship to

their partner and having to take sick leave due to pain.

The usual follow-up had not fulfilled their needs.

The women expressed that they did not share their

problems with others because they felt that nobody

understood ‘I have never talked about my illness with

anyone (Woman 8)’. A barrier for others to understand

the disease and the related pain was that it was invisible

‘There are many who say: ‘You do not look like someone

who has such a pain’ but that is because I am used to

having pain every day (Woman 5)’.

Establishing a meaningful relationship with HCPs in a

traditional hospital setting

The women appreciated being invited to evaluate the

new empowerment-based approach in the outpatient

Table 2 Characteristics of participants

Women Age

Number

of births

Endometriosis stage

based on ASRM score

Number of

prior surgeries

1 25–30 0 2 2

2 35–40 0 4 1

3 20–25 0 1 1

4 40–45 0 3 2

5 25–30 0 4 1

6 25–30 2 2 4

7 30–35 0 4 1

8 40–45 2 4 1

9 35–40 0 4 3

10 25–30 0 4 8

Table 3 Themes and subthemes

Themes Subthemes

Feeling alone with the disease Not knowing what to do

Difficult to explain to others

Worried about the future

Reduced expectations to the HCPs

Establishing a meaningful

relationship with HCPs in a

traditional hospital setting

Equality

Different expectations to the HCPs

Seen as a person

A feeling of being acknowledged

Increasing trust

Person-specific knowledge

facilitated new behaviours

Gaining insight into themselves and

their previous behaviour

Gaining knowledge about the

disease and treatment

Developing life skills in relation to

endometrioses

Accepting a chronic condition

– the beginning of a process

Not feeling abnormal anymore

Increased self-confidence

Increased quality of life

In short term and long term
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clinic that normally represented a biomedical approach to

them. They experienced that the GSD-endo conversa-

tions differed from the dialog they usually had with pro-

fessionals ‘It has been very different from other

conversations. I have gotten more in-depth answers and

much deeper talks (Woman 4)’. They pointed out that

these conversations were focused on their personal needs

and preferences. They experienced it was an advantage

that the nurses had both communicative competences,

disease-specific knowledge and time for conversations

was prioritised ‘Nice that it [the GSD conversations] was

held in the outpatient clinic and good that the outpatient

clinic also created something good and positive because

the visits usually caused something negative and frustrat-

ing (Woman 1)’.

During the GSD-endo conversations, the women

expressed having a more equal dialog with the nurses

than normally and they also began to have new expecta-

tions to the collaboration with all the HCPs in the multi-

disciplinary endometriosis team. ‘It has been exciting and

rewarding. I didn’t expect to gain so much from this. It

made so much sense to me and the outcome has been

good in terms of the future and myself (Woman 1)’.

They described that the prefilled reflection sheets

offered structure and reflection. It helped them to organ-

ise their thoughts and challenges and prepared them for

the conversations ‘Words put on the sheets helped to

prepare and set structure and direction (Woman 6)’. This

preparation provided insight into challenges and actions

in relation to their disease which they were previously

not aware of. The new insight led to a deeper and more

focused subsequent conversation ‘the sheets helped to

get around difficult things (Woman 3)’. They experienced

that the GSD-endo conversations had a positive focus on

what they could do to manage the disease themselves ‘I

have learned more about myself. It is okay to ask for

help and I have greater care for myself’ (Woman 3).

They appreciated the focus on their whole life situation

with endometriosis ‘I was seen as a person. It was about

me and not just about the disease (Woman 10)’. They

emphasised that a prerequisite for the conversations was

mutual trust enabling them to share intimate concerns and

dare to talk about things that they found were difficult.

‘The nurse had the knowledge and understood. . . I felt

very safe. I am usually very cautious and quiet, and I don’t

simply talk to others (Woman 9)’. They also appreciated

the time for GSD-endo conversations ‘During these con-

versations there was time and 100% focus (Woman 6)’.

Person-specific knowledge facilitated new behaviours

The women gained new disease-specific knowledge about

endometriosis, treatment and symptoms as well as per-

sonal knowledge about themselves and their way of

managing endometriosis in daily life. ‘I have become

more aware of my thinking patterns. When I get sad and

frustrated, I can better understand it and I have a better

insight (Woman 1)’. The new personal knowledge made

it easier to deal with the symptoms.

It has given me more knowledge, and my boyfriend

also knows more now because we can talk about

things based on the sheets. It’s the same at work,

because I’m more open and can tell them more

about it (Woman 3).

Their personal knowledge was obtained by awareness

and insight into their previous way of thinking and deal-

ing with the disease, and they developed a more positive

mindset. New actions and behaviours were described

which provided the women with a sense of being in

control.

I have gotten new and better thinking patterns and

a more positive view. I have become better at taking

pain medication and dare to connect my disease to

my emotions. I have obtained tools for problem-

solving. I still have the same emotions, but they are

easier to handle (Woman 5).

They received support to change inappropriate ways in

which they had previously managed the disease: ‘I took

pain medications – both Dolol and Oxycontin. I have

now been drugfree for a month and a half and only take

medicine when needed. The nurse believed in me and

was certain that I could get off the pain relief medica-

tion. . . we fought together (Woman 9)’.

It was a common theme that they became better at

communicating needs. They began to explain

endometriosis and their challenges to friends, family and

colleagues: ‘I ask for help, and they [GSD-endo conversa-

tions] have helped me with being more open to every-

one. My work [colleagues] had no knowledge about the

disease, and therefore I have been able to educate them

about it. I realized that it is about me (Woman 3)’.

Accepting a chronic condition – the beginning of a process

The women became better at prioritising which problems

to address and solve and accepting that not all could be

solved ‘I have gained greater acceptance [after the GSD

conversations] and I’m in a process of gaining complete

acceptance (Woman 3)’. They started to accept living

with endometriosis and the inescapable and persistent

symptoms. ‘I have gained a much greater emotional

acceptance of the disease. I want to be healthier and I

found out that I need to accept my body. I have gone

from frustrations to actions (Woman 5)’.

This process of acceptance seemed to be initiated by

the knowledge about their reactions and the new dis-

ease-specific knowledge ‘I’ve got a lot out of talking to

someone who has a lot of knowledge and understanding

of my illness and the sheets have supported me to think

deeper about things (Woman 4)’. They realised that they

About me as a person not only the disease 5
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were not alone, and their challenges were common to

other women with endometriosis too. This introduced an

experience of being normal which contrasted a previous

feeling of being abnormal. ‘I have always felt very abnor-

mal but at the conversations it [her situation and behav-

ior] was normalized and I gained tools and methods to

explain the disease at home (Woman 1)’.

The focus group interview including four women six to

eight months after the GSD conversations revealed that

the new approaches to the disease and the acceptance of

their situation were still maintained. ‘My whole quality

of life has improved. And I still have cysts on my intesti-

nes and daily pain, so it [the disease] is not . . . so to

say. . . much better. But something has happened to me

and my handling of the disease has changed my life radi-

cally (Woman 1)’. Another woman describes ‘I am at

peace with myself and I am at peace with my illness

(Woman 5)’.

Structure and organisation of GSD conversations

Because we aimed to assess if the GSD was feasible for

implementation in our clinical practice, the women were

asked about the overall organisation of the conversations.

They found five conversations suitable but suggested two

to four weeks between them would have provided time

for reflection. One hour was the optimal length to get

into the depths of the problems, and an undisturbed set-

ting was valued. It was important for trust and openness

that the same nurse facilitated all conversations. Most

women did not care whether the nurse was dressed in

uniform or not. It was suggested that the number of con-

versations could be individualised in the future based on

needs. The four women who participated in the focus

group interview would appreciate a long-term follow-up

conversation one year after the GSD standard course

(five conversations).

Quantitative results – questionnaires

EHP 30. Results of the EHP 30 questionnaires are pre-

sented in Table 4 and Fig. 2. In general, all dimensions

appeared to improve from baseline to 2 weeks after the

last GSD conversation, and in an overall perspective, this

appeared to be maintained after 12 months except for

the dimension ‘Self-image’.

PAM. The results from the PAM questionnaire are pre-

sented in Table 4. The median delta change was one level

in a positive direction after two weeks suggesting an

increased ability in the women’s knowledge, skills and

confidence in managing own health. However, four out

of the ten women had the same scores at level one

before and after the GSD-endo conversations. After

12 months (data not shown), two out of the four women

continued to score level one before and after the conver-

sations. After 12 months, the delta change was only 0.5.

Discussion

This combined qualitative and quantitative study pro-

vides important results from a newly developed empow-

erment-based intervention, GSD-endo, for women

suffering from complex endometriosis. Research in caring

for this patient group is sparse, and the women are

known to have unmet needs (33). The thematic analysis

provided detailed information about changes in the

women’s reaction to the condition enabled by GSD-endo:

becoming less lonely with the condition, establishing a

meaningful relationship with HCPs, gaining personal and

disease-specific knowledge that facilitated new beha-

viours and initiated a process of acceptance. A quantita-

tive inventory suggested that EHP-30 identified changes

among the women which did not seem to be just as con-

vincing for PAM.

The fact that the women felt isolated and alone with

endometriosis was also found in a narrative review on

the social and psychological impact of living with

endometriosis (5), where some women reported to be

reluctant to talk to others about their situation. Loneli-

ness has been described due to lack of acceptance from

partners (34). The women in our study had worries in

relation to fertility, sexuality, partner and workability.

Emotional distress was also a pervasive theme in the

review by Cully et al. (5). Further, ‘uncertainty’ was

found to impact on the women’s lives both pre- and

post-diagnosis due to uncertainty in relation to diagnostic

delay, ‘symptomatic uncertainty’ due to the variability of

symptoms and ‘trajectory uncertainty’ related to the

future especially regarding fertility (5).

Not receiving support from the healthcare system was

reported in a qualitative study where the women mostly

highlighted negative experiences with HCPs who did not

Table 4 EHP 30 and PAM scores at baseline and 2 weeks after the

last conversation (medians, interquartile ranges and median changes)

Baseline

(N = 10)

Two weeks after last

conversations (N = 10)

Median

change

EHP 30*

Pain 55 (49–60) 41 (40–51) �14

Control and

powerlessness

73 (68–82) 54 (47–73) �19

Emotional

well-being

60 (45–69) 44 (39–52) �17

Social support 78 (66–88) 56 (42–72) �22

Self-image 67 (54–75) 42 (35–50) �25

PAM 1 (1–1.75) 2 (1–2.75) +1

*All EHP 30 values are rounded up to nearest whole number.
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prioritise their concerns or took them seriously (35). A

recent Swedish study found women’s encounters with

HCP’s of mixed character comprising experiences of con-

fidence and understanding but also mistrust and humilia-

tion (36). A qualitative study of clinicians’ perceptions of

women’s experiences with endometriosis and of psy-

chosocial care for this group found that most clinicians

assessed themselves not adequately trained to understand

and provide psychosocial care for this group and many

found it not necessary to do so (37).

A key to action seemed to be the new personal knowl-

edge provided by the women’s insight into previous

behaviour regarding the disease gained through the

preparatory GSD-endo sheets and the following conversa-

tions. Person-centred interventions with a holistic

approach have been requested to support this group in

handling the negative social and psychological impact of

endometriosis and its treatment (5). Patient-centred

endometriosis care and especially areas such as ‘continu-

ity’, ‘respect’ and ‘information’ has been associated with

Figure 2 EHP dimensions at baseline, 2 weeks and 12 months for each participant.
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better HRQOL (38). Previously, it has been stated that in

particular nurses are well-suited to deliver appropriate

care to this group (39). Even though this statement was

presented more than 10 years ago, it is still relevant

today. We believe that supporting women’s abilities to

cope with endometriosis and enabling integration of life

and disease, based on personal values and preferences,

remain key tasks for nurses. Positive coping strategies

focusing on the problem or on emotions in relation to

endometriosis were in a recent review found to be associ-

ated with better mental health (40).

A recent study stated information, communication and

education to be important areas in patient-centred

endometriosis care (41). Our findings support disease and

person-specific education to be an important empowering

factor and necessary for the women to self-manage their

condition. In our study, the women gained personal and

disease-specific knowledge which in turn enabled them

to articulate their challenges to HCPs, family members

and colleagues, which was found to be an important

empowering process. The women described gaining con-

trol during the GSD conversations which is in line with

the overall purpose of GSD. The method was developed

to support an empowerment process in which patients

develop life skills enabling them to self-manage their dis-

ease in daily life (16). The women describe many exam-

ples of newly developed skills such as, being able to

prioritise between problems, gaining the ability to com-

municate difficult feelings, increasing acceptance and

developing their problem-solving skills. The latter was

also an important outcome of GSD targeted women with

gynaecological cancer (26).

Research in Self-Determination Theory has found that

humans have three innate psychological needs: compe-

tence, autonomy and being able to create relationships

with others. Thus, satisfaction of these needs leads to

enhanced mental health and self-motivation (42). The

women in our study described GSD-endo to enhance

their sense of autonomy by addressing their individual

needs. They developed life skills enabling them to relate

to their significant others, and due to insight and educa-

tion, they increased their own competence in handling

the disease. Taken together, GSD-endo supported all

three innate needs and increased the women’s mental

health and self-motivated problem-solving strategies.

Our findings indicate that GSD is a feasible method in

providing person-centred support for out-patients with

endometriosis but needs further testing in a randomised

trial. In this pilot study, GSD empowered the women by

facilitating the development of life skills. To our best

knowledge, many methods exist that address elements of

personal goal setting, shared decision-making and tar-

geted support of frail individuals. But none of these com-

bines theories and practice like GSD. GSD is unique

because of the person-centred approach and, at the same

time, impact on HCP’s mindset and understanding of the

patient’s individual needs.

Multidisciplinary approaches have been described as

mandatory to reduce the impact of the endometriosis on

QOL and sexual function (43). Our study indicates that

nurses play a more active role in the team when they

apply GSD to support women with complex endometrio-

sis to cope with symptoms such as pain which is associ-

ated with reduced QOL, anxiety and depression (7).

This is in line with the before-and-after assessment

especially on HRQOL (EHP 30) suggesting benefits of

GSD-endo; however, this should be confirmed by a ran-

domised trial. The EHP-30 scores in our study are in gen-

eral higher (worse) than in an American cross-sectional

study (44) probably because the women in our study

were screened to have complex endometriosis.

Strengths of the study

Based on the expected needs of the patients, we chose

GSD, which has shown benefit in other settings. We

applied a qualitative analysis to show the potential effects

of GSD in endometriosis. And we applied quantitative

data to underpin these. Several researchers were

involved in the analysis and interpretation of data con-

tributing to different perspectives on the findings.

Limitations of the study

The nurses delivering this intervention had more than

20 years of experience. Their clinical experience may have

affected the women’s experience of GSD-endo, and there-

fore, the results may not be generalisable to a different set-

ting with less experienced nurses. On the other hand, very

experienced nurses have been found to be reluctant to

apply evidence-based methods (45) but this was not the

case in our study. One woman was referred to a psycholo-

gist and not interviewed. She was satisfied with the con-

versations, and they revealed her need for referral. If she

had been interviewed, it might have contributed with

other perspectives. We present few quantitative data col-

lected before and after without blinding or a control group.

We do not know if or how the women would have

improved their scores over time without GSD-endo.

Perspectives

GSD-endo has the potential to benefit women with com-

plex endometriosis, but this needs testing in a ran-

domised trial where causality can be established. Since

this study was completed, GSD-endo has been developed

in a digital version where reflection sheets are hosted on

the Public Danish eHealth Portal, Sundhed.dk. The con-

versations can now be delivered face-to-face, on the tele-

phone or supported by video. A blended learning

8 S.M. Simonsen et al.
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certification programme in GSD has been developed. All

these new features likely increase the feasibility of

nationwide tests and implementations of GSD in several

settings including complex endometriosis (www.guidedse

lfdetermination.eu).

Conclusions

Guided Self-Determination supported the women in

developing self-management skills in relation to

endometriosis and its symptoms. This was due to insight

into their own needs and behaviours and their gained

knowledge about the disease itself. The before-and-after

assessment on EHP 30 suggested benefits, but this needs

confirmation in a randomised trial.
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