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Study design
Study quality
Directness

Consistency

Moderae
Low or Very Low

. GRADE ¥ A7 LD, SCHK 6 IES<L,
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Net benefit
Trade-offs
Uncertain trade-offs
No net benefit

Strong
— Doit.
— Don'tdoit.

Weak
— Probablydoit.

— Probablydon’tdoit.




# 1. U.S. Preventive Services Task Force (USPSTF) iz X A #ED4¥E, Gk 10 L v),

Definition

benefitis substantial

TF: recommends
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# 2. U.S. Preventive Services Task Force Levels of Certainty Regarding Net Benefit
(3CHKk 10 &£ 0),

- Moderate The available evidence is sufficient to determine the effects of the
V : preventlve service -on health outcomes ‘but conﬁdence in. thejl»
“estimate’ is constralned by such factors as ,
the number size,.or quahty of 1nd1v1dua1 studles _
1ncons1stency of ﬁndmgs across 1nd1v1dual stud1es : ‘
. hmlted generahzablhty of ﬁndmgs to routme prlmary care
E “‘;- | .'practlce ' o o |
A v ‘ lack of coherence in the cha1n of ev1dence 2
- As more 1nformat1on becomes avallable the magmtude or dlrectlon*
-of the observed effect could change and thls change may be Iarge ,

. ~enough to alter the conclusion.

161



% 3. GRADE v A F LI X AHEED4EE (ACCP OFl, XEK37 L v.),

‘Low or very . 1C 1C 20

low =~ -

*1A = strong recommendation; 1B = strong recommendation; 1C = strong recommendation;

2A = weak recommendation; 2B = weak recommendation; 2C = weak recommendation.

Low or very low .~ Observational studies or casé series -
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Introduction
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Purpose of the study

» This focus group study aims to find out how
guidelines can be utilized to assist more
patient-centered decision-making for benign
gynecological conditions, such as
endometriosis and uterine fibroids, by
asking gynae patients to read and evaluate
existing guidelines on such conditions.
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Background 1

= Making decisions for benign long-term
gynaecological conditions is difficult because
of many choices.

s Clinical guidelines should enable such gynae
patients and her health care providers to assess
individually the risks and benefits of the
treatment.

s Clinical guidelines on benign gynaecological
conditions in Japan—GL for endometriosis
published in 2004, none for uterine fibroids

8.9.2007BritsocMedCon RIka S. Sato & Takeo Nakayama 4

Background 2

» The Internet has enabled patients to find that
there are clinical guidelines for endometriosis
and fibroid tumors elsewhere in the world

= However, there are language barriers:
English, medical terminology

= Designing an action research — Members of a
self-help group asked a public health expert to
conduct a research on the role of clinical
guidelines in decision-making

8.9.2007BritsocMedCon Rlka 8. Sato & Takeo Nakayama 5

Research Questions

» How do patients respond to existent clinical
guidelines? Do they find them too difficult?

» Can those clinical guidelines help patients
make their treatment decisions?

= What is the most ideal format for guidelines
to be utilized by patients?

» In what ways do the evaluation of

guidelines by professionals and lay persons
differ?

8.9.2007BritsocMedCon Rika S, Sato & Takeo Nakayama 6
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Methods
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“deliberative” focus group

s 11 women (all Japanese) were asked to read
and compare (at home) Japanese and UK
guidelines for the management of
endometriosis, & Canadian guideline for
uterine fibroids.

s Women were later divided into two groups
and were called in for a 2-3 hour discussion
on the potential of these guidelines in
assisting patients’ clinical decision-making.
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Participants

s Discussants recruited from Tampopo, a self-
help group for women with benign
gynaecological problems.

s Group A: met on 8 Feb, 2006 (3hrs)
4 fibroid patients and 2 endometriosis
patient

» Group B: met on 19 Feb, 2006 (3hrs)
3 fibroid patients, 1 endometriosis patient, 1
staff member who answers hotline calls
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Guidelines used in the study

s Society of Obstetricians and Gynaecologists of
Canada, “Clinical Practice Guidelines:
Management of Uterine Leiomyomas”. 2003.

s Royal College of Obstetricians and Gynaecologists,
“Clinical Green Top Guidelines: The Investigation
and Management of Endometriosis”. 2000.

=> both professionally translated into Japanese

» Japan Society of Obstetrics and Gynecology,
General Rules for Clinical management of
Endometriosis: Part II. 2004: Chapter 4 “Infertility
guideline” & “Pain control guideline”
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Discussions & Analysis
a Sato facilitated the discussions.

» Nakayama, an expert on GL development,
joined the discussions to provide information
on the medical significance of clinical
guidelines.

a Discussions were audio-taped and transcribed.

» Sato coded the data using the software NVivo7
and identified emerging themes. The analysis
was clarified and scrutinized by Nakayama.

8.9.2007BritsocMedCon Rlka S. Sato & Takeo Nakayama n

Results
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Impressions on the guidelines

m Canadian guideline for uterine fibroids was seen as
most patient-friendly and useful, in terms of its
language and format.

» Japanese guidelines on endometriosis-induced
infertility & pain control were disliked by many,
because of 1) the formal priority given to infertility
treatment & 2) the inhuman impression of the title

m While Canadian guideline clearly identifies the
affected women as a major decision-maker, Japanese
guidelines do not include patients in the decision-

making process.
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Are guidelines helpful in decision-making?

s Guidelines tend to address evidence dealing with
short-term risks and benefits, but women want to
know about long-term prognosis.

» Recommendations such as “Treatment X is the best
option for women who wish to achieve Y as an
outcome” are more useful than recommendations
such as “Treatment X is effective for Y.”

= When there is only insufficient evidence, women
appreciate “Good Practice Points,” i.e. the
“recommended best practice based on the clinical

. . - n
experience of the guideline development group.
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Ideal format for patients’ use

n The format of Canadian guideline, which has a
list of recommendations at the beginning, is
preferred.

s Some say that they do not need the lengthy
references on evidences, while others want to
know how the recommendations were derived.

» Flowcharts and glossaries may be useful.

» Internet access to guidelines is a must. A free
brochure with a list of recommendation is
desirable.
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Professional vs. lay perspectives

» Nakayama & I utilized the AGREE Appraisal
Instrument (www.agreecollaboration.org/) to
evaluate the guidelines from a professional point
of view.

s Canadian guideline is the most well-balanced of
all, receiving highest scores on 4 out of 6 domains,
while the UK guideline score high in “scope &
purpose” and “rigour of development”. Japanese
guidelines fair poorly in all aspects.

» Although patients did not use analytical tools to

assess these guidelines, the overall assessment
was similar to the outcome of AGREE evaluation.

8.9.2007BritsocMedCon Rlka S. Sato & Takeo Nakayama 16

8.9.2007BritsocMedCon

Rika S. Sato & Takeo Nakayama 17

Patients speaking out

= “When I read the SOGC guideline on uterine
fibroids, I was impressed by the way in which
the doctor-patient relationship was defined in a
non-hierarchical manner. I began to wish for
something like this in the clinical setting for
the treatment of fibroids and endometriosis in
Japan. I now think that patients should voice
their opinions more explicitly in order to
realize such guidelines in Japan.”

--fibroid patient in her late forties
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Conclusions

» Patients are capable of understanding clinical
guidelines, if the guidelines are written in plain
language and glossaries are provided. Their
assessment of guidelines do not differ so much
from that of professionals.

s In order to utilize clinical guidelines for more
patient-centered healthcare, guideline developers
should pay more attention to what patients
consider relevant to their clinical decision-making.

= Internet access to clinical guidelines is likely to
change patient-doctor relationship and promote

“shared decision making” between them.
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