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Comments to the guideline
Chapter,
Section

Page, Line

Comment
The guidance appears to lack reference to patients'
partners, and to how healthcare might be more
inclusive of partners and of the couple unit. All
chronic illnesses are likely to affect patients’ partners
to some extent. However, given the absence of an
obvious cause or cure, the likelihood of chronic,
recurring symptoms, and the potential impact on
both sex and fertility, the effect on partners and on
the couple unit are especially pronounced. Evidence
from the Endopart study (www.endopart.co.uk,
publications forthcoming) suggests that

Throughout

Throughout

guidance

guidance

endometriosis can have a significant impact not only
on women but on their partners, and can cause
significant distress and strain for the couple unit.
Therefore, we recommend that the guidance takes a
more couple-focused approach throughout, and
advises healthcare practitioners to: recognise the
potential impact of endometriosis on not only female
patients but on those around them especially
partners; recognise the support partners may provide
to patients; recognise the insights partners might be
able to provide into patients' experiences of
endometriosis (e.g. regarding symptoms, treatment
efficacy, treatment side effects, etc.); and to therefore
be more inclusive of partners.

1. Diagnosis of
endometriosis

The Endopart study suggests that patients receive
p. 29-44

insufficient information at the point of diagnosis and
as such we recommend that healthcare practitioners

signpost ALL patients towards the national charity
Endometriosis UK.
The Endopart study suggests that patients require
more and better realistic information about various
aspects of treatment, including detail on procedures,
and on the potential effectiveness and side effects of
both medical and surgical treatment. In particular, the
Endopart study suggests that patients and their
partners require honest and realistic information

2. Treatment of
endometriosis-

p. 45-73

associated pain

about the likely efficacy and side effects of
hysterectomy, to avoid assumptions that this will
alleviate all symptoms permanently; and about the
recovery process and period following all forms of
surgery, to enable better understanding of and
planning for the impact this may have on everday
life. Information must be informed by a
multidisciplinary perspective. We propose that the
guidance could make reference to these suggestions.
The Endopart study suggests that women and their
partners may experience considerable uncertainty
and anxiety regarding the potential impact of
endometriosis on fertility, and that decision making
regarding planning for and having children can be

3. Treatment of
endometriosisassociated
infertility

significantly affected, whether or not women have
p. 75-82

been diagnosed as infertile and/or are seeking
infertility treatment. Information provided by
healthcare practitioners can have a significant impact
on concerns and on decision making. Therefore,
healthcare practitioners need to recognise the
uncertainty and anxiety that may be experienced by
patients and their partners, and provide patients and
partners with information and advice that is based on

their specific staging and circumstances, as opposed
to general or speculative information.
Considerable guidance is offered relating to
endometriosis-associated pain and endometriosis
associated- infertility. However, other symptoms, such
as fatigue, heavy menstrual bleeding and bowel and
Throughout

Throughout

bladder irregularities appear to be neglected. The

guidance

guidance

Endopart study and other research (e.g. Jones et al.,
2004; Gao et al., 2006) suggests that these symptoms
can have a significant impact on quality of life, and
as such we propose they are considered more fully
within this guideline.
Linked to the above point, the Endopart study
suggests that a number of factors, not only
dyspareunia, impact on sex and intimacy for couples,
but that couples may not raise such impacts in

Throughout

Throughout

guidance

guidance

clinical encounters. We recommend that the
guideline advises healthcare practitioners to initiate
discussions about the impact of endometriosis on
sex, being mindful that factors other than
dyspareunia may have an impact, and to facilitate
access to specialist support where necessary (e.g.
psycho-sexual or relationship counselling).
The guideline could make reference to
recommendations relating to the use of patientcentred interventions. We understand this absence

Appendix 4:
Research
recommendations

reflects the lack of published reviews of such
109

interventions. However, the guideline also draws
attention to the considerable impact of
endometriosis on quality of life (e.g. page 5), and the
Endopart study and other research suggests that
patients report variable, and often negative,

experiences with healthcare professionals (e.g. Jones
et al., 2004) and limited effectiveness of treatment
(e.g. Denny, 2004; Jones et al., 2004; Denny, 2009).
Therefore, we suggest that the research
recommendations should highlight the need for the
development and testing of patient-centred selfmanagement interventions, with a psycho-social
element and a multidisciplinary approach, to enable
women with endometriosis to more effectively
manage the condition and the impact it has upon
their daily lives.
Furthermore, the guidance lacks recommendations
relating to the use of couple-centred interventions
throughout. As stated above, evidence from the
Endopart study shows that endometriosis can have a
Appendix 4:
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significant impact not only on women but on their
109

partners, and can cause significant distress and strain
for the couple unit. Therefore, we suggest that the
research recommendations should also highlight the
need for the development and testing of couplecentred interventions, with a psycho-social element
and a multidisciplinary approach.
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Top 5 of recommendations with priority for implementation
(not mandatory)
Based on the recommendations with highest priority for implementation, we aim to develop tools
for implementation (e.g. option grids, flow charts, decision aids), in addition to a patient version
and a tool for online consultation of the guideline.
Recommendations with priority for implementation could be
-

Recommendations that divert strongly from clinical practice

-

Recommendations with barriers for implementation: (e.g. availability or costs of an
intervention,

reimbursement,

laws

and

recommendation needing rephrasing,..)
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