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OPINION

Investigating the care needs of those with
endometriosis: Are we listening to the patients?
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What do women with endometriosis need? What are the things that would make
their lives easier? Where are the gaps in their care? Questions like these can only
be answered by women themselves. The development of an unmet needs survey
for women with endometriosis would facilitate the design of patient‐centred inter-
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ventions to meet these needs and ultimately improve quality of life.
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Endometriosis is a chronic, inflammatory condition character1

heterogeneous; the most common include pelvic pain, usually

ised by endometrial‐like tissue outside the uterus. Population

dysmenorrhoea. Further, endometriosis is associated with fa-

prevalence is difficult to determine, but most recently it has been

tigue, cyclic leg pain, back pain, pain during sexual activity, gas-

estimated that one in nine (11%) Australian women born in 1973–

trointestinal upset, migraine headache, fertility issues, and can

1978 had been diagnosed with endometriosis by age 40–44;2 not

trigger the development of a chronic pain syndrome.1 There are

forgetting that endometriosis can also impact transgender men

a number of medical and surgical treatment options available for

and other non‐binary individuals. Endometriosis symptoms are

reducing pain and improving fertility in women with endometriosis.3 However, results are variable and recurrence is common.1

*Shared senior author.
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Many women (76%) use self‐care techniques or complementary
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Unmet needs in endometriosis

therapies to help cope with the condition,4 yet there is a paucity
of high‐level evidence around their efficacy.2 Despite advances in
surgical, medical, and complementary therapies, endometriosis
can result in persistent symptoms, with life‐long implications for

DEVELOPING AN UNMET NEEDS SURVEY
FOR ENDOMETRIOSIS RELEVANT
FOR AUSTRALIA AND AOTEAROA
NEW ZEALAND

psychosocial health and quality of life for women with the condition and those close to them.5

Unmet needs surveys are used to measure the aspects of care

The symptoms, disease progression, diagnostic process, and

patients feel they need help with, and the extent to which those

treatments available for endometriosis can all negatively influence

needs are being met.15 This type of survey has been used exten-

the psychological and social wellbeing of women. Pelvic pain due

sively in cancer care, with multiple instruments developed and

to endometriosis can interfere with multiple domains including

validated in populations with different types and stages of can-

work, schooling, study, exercise, socialising, and sexual relation-

cer.16 Unmet needs surveys have also been developed for chronic

6

ships. Fertility problems can cause psychological, relationship
7

conditions such as heart failure and multiple sclerosis.17,18

and financial issues for women and their families. Health‐related

Studies in cancer populations have found associations between

quality of life studies in endometriosis consistently report poorer

high unmet needs and reduced QoL. Furthermore, designing

quality of life (QoL), specifically in the domains of pain, psycholog-

and delivering interventions that meet areas of identified need

ical function, and social function.8 The financial burden of endo-

result in more patient‐centred care and improved QoL.16 Given

metriosis is also substantial at an individual and population level,

the chronic and unpredictable nature of endometriosis, and its

with the total economic impact of endometriosis in Australia esti-

impact on QoL, it is reasonable to assume that women with endo-

mated to be AUD$7.4 billion for the 2018 financial year (based on

metriosis may have high unmet needs. We are in the process of

an estimated population prevalence of 10%);9 equivalent data are

developing such a tool as currently there is no unmet needs sur-

not available for New Zealand. The combination of chronic symp-

vey available for women with endometriosis or any other benign

toms, problems with fertility, and the stigmatised nature of men-

gynaecological condition.

strual disorders means that endometriosis has a major impact at

Although there are multiple unmet needs surveys in use for

individual, family and societal levels ‐ efforts to reduce this impact

other conditions, it would not be appropriate to adapt an existing

must be prioritised.

measure for use in endometriosis. Individuals with endometriosis are likely to have significantly different needs from those with
cancer, for example, and the use of an adapted measure would

PATIENT-CENTRED CARE
IN ENDOMETRIOSIS

have the potential to provide misleading results and may entirely
omit some needs. A systematic approach to develop and validate
an unmet needs survey has previously been defined, and this ap-

The development of patient‐centred care initiatives in endo-

proach allows for flexibility in developing a survey among differ-

metriosis is very important, as clinical treatment alone will

ent populations where needs may vary.19,20 Qualitative research

never completely ease the burden of this disease. The ability

that canvasses a breadth of experiences is the foundation for

to capture and quantify patient‐reported information is a vital

survey development, as differences in symptoms, age, location,

step in identifying priority areas for the design of targeted in-

health literacy, culture and language may elicit different needs.

terventions that deliver holistic and patient‐centred care. There

This evidence is combined with input from experts in the field

are a number of patient‐reported outcome measures cur-

and the results of a comprehensive literature review to develop

rently used in endometriosis research. The majority of these

the survey instrument. A process of psychometric evaluation is

are QoL measures. A recent systematic review of QoL meas-

then undertaken to provide evidence that the instrument is valid,

ures in endometriosis found that, of the multiple generic and

reliable, and acceptable in a given population. The differences be-

disease‐specific measures available, the Short Form‐36 (SF‐36)

tween unmet needs surveys developed for different populations

(generic) and Endometriosis Health Profile‐30 (EHP‐30) (disease‐

show that, when developing an instrument for a new population,

specific) were the most commonly used and best performing

a systematic approach that includes exploratory qualitative re-

in terms of validity, responsiveness, reproducibility and reli-

search is essential.20 Such an approach would be beneficial in

ability.

10

Patient‐reported outcome measures have also been

used to assess patient‐centred care (eg, EndoCare),
12

11

cost

the development of an unmet needs survey suitable for patients
with endometriosis.

treatment satisfaction (eg, Endometriosis

In order to identify needs to be included in an unmet needs

Treatment Satisfaction Questionnaire)13 and sexual difficulties

survey for women with endometriosis, a qualitative approach is

(eg, Female Sexual Function Index).14 Importantly, the vast ma-

the most appropriate first step.19 A recent review of qualitative

jority of patient‐reported outcome measures used in endome-

research on unmet needs in endometriosis found that, although

triosis research measure the impact that endometriosis has on

there are multiple studies exploring the impact of the condition,

various aspects of life, rather than exploring what affected indi-

there are none that specifically address unmet needs.21 In order

viduals need to improve their wellbeing.

to produce a survey instrument that is applicable to a diverse

(eg, EndoCOST),
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population, it will be necessary to undertake qualitative research
that encompasses different cultures, ages, severity of symptoms
and access to healthcare to ensure that as many potential needs
as possible are captured. This research will guide decisions
around whether a standardised instrument can be developed, or
whether multiple instruments or additional modules with question items relevant to particular sub‐populations are required.
The development of an unmet needs survey for women with
endometriosis will improve our understanding of this condition
from the patient perspective and drive healthcare improvements
across a number of levels. At an individual level, the survey could
be used to improve patient‐clinician communication and guide
clinical, multidisciplinary and supportive care. At a health‐service level, aggregated data could be used for quality assurance
activities, evaluation of interventions and development of clinical
guidelines and patient information (such as decision aids). At a
population level, the data could be used to identify state or national trends and inform health policy. The development of the
survey as an online tool would allow for wide dissemination and
resource‐efficient data collection.

CONCLUSION
In recent years, endometriosis has well and truly broken into the
political and public consciousness, at least in Australia, resulting in
national efforts to improve the awareness, understanding, treatment and research of this disease.22,23 Patient‐centred care initiatives must always be developed from a sound evidence base. An
unmet needs survey for endometriosis would allow clinicians and
researchers to directly ask women what they need to better cope
with the condition. This information could then be used to target
patient‐centred interventions to meet these needs and ultimately
improve QoL.
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