Patient groups as social resource

® How children with allergy feel
>To have asthma
»To have eczema
»To have food allergy
@ How parents of children with allergy feel

No one will ever know
Unless we speak out
Take action together, with support
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The Activilies of Alleray Pot as a Patlsnt Grotp

i Japan: Developing Treatment Guidslines
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2004: Participated in developing the treatment guideﬁﬁ“"*
—The first time ever for patients to participate in Japa

) In case something happens?
What can happen? =

e wimedes  rmaiipa et et We put illustrations to clarify |
the situations where you need *
to go to the hospital and
where it is OK to observe the
condition at home.
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[from the guideline project
leader]

*“Please include everything
you think is necessary for the
patients.”
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Handbook of Asthma: from 2004 to 2012

Troatment/management guidelines of pediatric
asthma
Handbook ulﬂsfhmu lbrPan'anh andFamilln 2004

Handbook of Padiatric Asthma 2008
~ Witten together by families and doctors —
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2008: the table of contents and events

The Characteristics of the new guidelines

From patient families to patlent familie -
From “patient participation” to “patient partnership”

-Author: patient members. Clinician members act as consultants and
correct mistakes, if any.

-Framework and contents: patient members write down information they
feel necessary.

-Editor: expert clinician (the chief director of the Allergy association and
head of the guideline project)

-From educating patients to providing and sharing information
-Distinctive aspect: the conditions and management throughout the
lifecycle was added. The illustrations on the face page could be used as
the table of contents.
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dg\ﬁ
Guidelines for allergic diseases in school

TGuidelines1= evidence and consensus

What | felt as a parent on becoming a committee member of the
Ministry of Education, Culture, Sports Science, and Technology.
Tl hope | could accomplish my goal (responsibility) 1

Communicating with parents, schools, and doctol
Families, schools and doctors need to share the
same information in the guidelines and discuss

fin the best interest of the child]

BULREEAT IR
BWHHI=EITD
FULE—EBOBMYKH

&

BEOLECLBRVLELE
D15 AL HRE
ybiﬁ!f:ﬂaﬂ‘- .

WAQO: it R 7L L —%x
HRTIHTT ST HEOESE

HRATHH T KHEOEER



World Allergy Patient & Public Forum 2012
9 December 2012- Hyderabad, India

The Activities of Allergy Pot as a Patient Group in Japan
~ Developing Treatment Guidelines ~ )

FUNL-FERR BREE Y b
TG B T v Allergy Pot

Network Supporting Children with Allergy,
Certified Non-Profit Organization

Mariko Kuriyama
Mari Shiozaki

wiw, allorgypot. net
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(Clinical Practice Guidelines We can trust, IOM 2011)
» Clinical Practice Guidelines are
statements that include recommmendations
intended to optimize patient care.
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* They are informed by a systematic
review of evidence and an assessment of
the benefits and harms of alternatlve care
options.
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Developing Trustworthy Guidelines

* To be trustworthy, clinical practice guidelines should:

1. Be based on a systematic review (F#EBILE1—) of the existing
evidence!

2. Be developed by a knowledgeable, multidisciplinary panel (SER88/¢
RIV) of experts and representatives from key affected groups:

3. Consider important patient subgroups and patient preferences

(BEOFH) , as appropriate!

4, Be based on an explicit and transparent process (B3R&T:ELIE:
DELVER) that minimizes distortions, biases, and conflicts of
interest (COICEBED :

5. Provide a clear explanation of the logical relationships between
alternative care options and health outcomes, and provide ratings of
both the quality of evidence and the strength of
recommendations (TEF Y XOHEHERE) (and

6. Be reconsidered and revised as appropriate when important new
evidence warrants modifications (BEGHFIETFVADRNICOE
HEH) of recommendations.

(BMJ 2004)
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Guideline-based development of quality indicators

«+ Blozik E, Nothacker M, Bunk T, Szecsenyi J, Ollenschlager G, Scherer M.
Simultaneous Development of Guidelines and Quality Indicators - How Do

Guideline Groups Act? A Worldwide Survey. International Journal of Health Care

Quality Assurance 2012;25: 8
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EIRFIIRS 2013

¢ G-I-N...Guideline International Network

3, 10% G--N CONFERENC

¢ San mesvo 2013
A R 8

» Ueda K, Ohtera S, Kaso M, Nakayama T. Development of Quality
Indicators of Low Risk Labor Provided Primarily by Midwives

: Based on Clinical Practice Guidelines with a Modified Delphi Method.

> Ohtera S, Ueshima K, Nakayama T. Guideline-based Quality Indicators
for Cardiac Rehabilitation of patients with Ischemic Heart Disease in
Japan: use of a Modified Delphi Technique for indicator developmenf,
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Quality in Health Care 2001:10(Suppl 1)i34-i38
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Ann Intern Med, 2003:140:54-59,

c ECEEORQZERMIN > TEEDHERET D
CEld ROHDIEEEE (A&, BIE. BED)
TXIW LENRU, BBIDHIBTOSFEDSEARIC

BNE. EEHEOSSHRENBHECED,
Lancet 1997:349: 1306
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Whitney SN, et al, A typology of shared decision making, informed consent, and
simple consent. Ann Intern Med. 2004;,140(1):54-9.
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(Muir Gray, Evidence-Based Healthcare, 2nd Edition, 2001 )

B2 OBROFTIE..
OEREDHER
OBFEDHRR

OREOHR R
BEBHELALTIE-

O#ENHRR

Resources
(RE(A-9-
&-8M--))

L‘ZkaaﬁmgéﬁkwéKbekﬁa”—Mmuy-
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- 3RAY
- OBBEOBIM (autonomy) OHE, @ET (beneficence)
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EEEDENT, EMIBIOEALEREL. NRBEBCINTOACEL
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3. EfMIERERITDAVEOABEFEL, DSUNWLWTEIDEESIC,
EFABICDONTILEHBL. BEERBDLIICHEDS.
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6. EfMZERICHE>TENEBNE LB
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*  httey//dlmed.or.jp/d-med/teireikaiker/20080910.1.ndf
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A Set of Professional Responsibilities
American College of Physicians {ACP), 2002
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