Subjects that patients have consulted their”
physicians about

® Treatment methods 17/30
® Side-effects 8/30
...

% Medical expenses 0/30

, KYOTO UNIVERSITY
4t SCHOOL OF PUBLIC HEALTH

What Patients Cannot Ask Their”
Attending Physician

2 Safety of Chinese herbal medication or
acupuncture.

@Availability of a patient’s support group
% Test results and necessity of rehabilitation
% Others

£ KYOTO UNIVERSITY
&7 SCHOOL OF PUBLIC HEALTH
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First attempt in Japan

% The guidance describes the recommended
way for patient involvement in developing
clinical practice guidelines.

% 1t is not finalized yet, however, this is the first
attempt in this sort in Japan.

% In the guidance, it is expected a “co-ordinate
team” play an important role in the activities.

£ED KYOTO UNIVERSITY
# SCHOOL OF PUBLIC HEALTH
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Patient Committee Member Selection Process

% December 2006 After searching the Internet (search terms:
“patient group/allergy,” and “patient group/asthma’) and
patient group directories, we compiled a patient/support group
member list (41 groups).

% End of December 2006 Using the results of a survey, we
selected prospective members for patient/care-giver groups.

8 The beginning of January 2007: We confirmed the
management and function of the group, and the willingness of
members to participate. We received answers from a total of
20 groups: 18 groups via mail and 2 groups via e-mail.

B Finally. four patient representatives were selected,

KYOTO UNIVERSITY
& SCHOOL OF PUBLIC HEALTH

surs s SR 00, 0 vy,

S621T, TR 2

The guidance is now put in practice with Japanese Society

of Pediatric Allergies and Clinical Inmunclogy.

Two Significant Reasons for Patient
Participation

& Physicians understand viewpoint of a patient
 Patients (and society) learn the facts about medical treatment
%2 share the limits and uncertainty of medical treatment
%5 what medical treatment can and cannot do
% what treatment should limited funds be used for
g}providing appropriate medical treatment (physician) and receiving medical
consultation (patient)
L2 patient safety and legal issues
% the role of mass media
& Both of us are changing. :
B Weneed to establish a relationship to mutually address these
issues.

KYOTO UNIVERSITY
SCHOOL OF PUBLIC HEALTH
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Thank you very much.
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Backup slides

o
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Level of Evidence

I. systematic reviews / meta-analysis

Il. randomzied controlled trial (1<=)

ll. non-randomized controlled trial

IV. analytic epidemiologic research (cohort or
case-control study)

V. descriptive study (case report / case series)

V1. opinions of expert panels or experts that are
not based clinical data

Fukui & Tango i for loping clinical p

KYOTO UNIVERSITY
5 SCHOOL OF PUBLIC HEALTH

Strength of Recommendations
The U.S. Preventive Services Task Force (USPSTF)

% A...Strongly recommends that clinicians provide the
service to eligible patients.

% B... Recommends that clinicians provide this service
to eligible patients.

% ¢ ... No recommendation for or against routine
provision of the service.

#D ... Recommends against routinely providing the
service to asymptomatic patients.

% ... The evidence is insufficient to recommend for or
against routinely providing the service.

KYOTO UNIVERSITY ‘2
a;
http://www.ahcpr.gov/clinic/3rduspstf/ratings-htm
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Objective of clinical practice *
guidelines

(The Scottish Intercollegiate Guidelines Network :SIGN, formed in 1993.)

® ...Our objective is to improve the quality of health
care for patients in Scotland

* by reducing variation in practice and outcome,

* through the development and dissemination of
national clinical guidelines

® containing recommendations for effective practice
® based on current evidence.

KYOTO UNIVERSITY
SCHOOL OF PUBLIC HEALTH
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Some Misleading Points

& Inhalation method

% Syringe for an injection or drawing blood is
piercing the arm at a right angle

# The children in the illustrations look disconsolate
or in pain, but those children who receive long-
term medical treatment understand its necessity
to a certain extent and most accept it

%It is better to use encouraging visuals that show
children coping with the pain

) KYOTO UNIVERSITY
J SCHOOL OF PUBLIC HEALTH
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What information do patients with
unruptured intracranial aneurysms need ?

% This qualitative study consisted of semi-structured
interviews with 28 outpatients with UIAs and 14 family
members.

® They need

% the risk of rupture and preventive treatment
% self care to reduce the risk of rupture

% the other peoples’ decision who are put in the similar
situation.

% Sakai, Nakayama et al. 2006%F BERNZEDF L

w3 KYOTO UNIVERSITY
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Title of the Paralle] Panel session: Patients and Citizens: Involving patients and the
public in the development of health guid

Date: Monday, 18 June 2007

Time: 11.45-13.15 Room: H2

Venue: Palau de Congressos de Catalunya
Address: Avda. Diagonal 661-671 Barcelona

A KYOTO UNIVERSITY
¢/ SCHOOL OF PUBLIC HEALTH

;1 Trust webata. This s the home of A rsourees concaming the AGKEE Instrument ad

i AGREE stands for “sppratssd of Quideines Research and Evaiuation”. it arginates from

Weieone 0 the AGUEE (Apnnisd of Gukseloes Resiarch andd Evaludtion) Rentsrtty

actities related o R

IAppraisal of Guidelines Research & Evaluation (AGREE)
sharaa tanewok o thek omelopmend, septing and ssesnant.
The purpose is to provide a framework for assessing the quality
of clinical practice guidelines.
Their purpose is ‘to make explicit recommendations with a
definite intent to influence what clinicians do’

i e okt us.

peeressiars. For cther
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The patients’ views and preferences

% AGREE instrument Item 5.

“The patients’ views and preferences have been

sought”
& Information about patients’ experiences and
expectations of health care should inform the
development of clinical guidelines.
®the development group could involve patients’
representatives

% information could be obtained from patient
interviews,

% literature reviews of patients’ experiences be
considered by the group

KYOTOQ UNIVERSITY
§ SCHOOL Of PUBLIC HEALTH
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Clinical Questions and
Patient Questions
% Countries where clinical practice guidelines are popular,

patients’/carers’ views are supposed to be retlected in
clinical questions.

% On the other hand, the attempt is lagged in Japan.

% The word of “patient questions (PQs)” is intentionally
used to improve awareness of stakeholders including
authoritative clinicians and patient advocacy group.

% KYOTO UNIVERSITY
§ SCHOOL OF PUBLIC HEALTH
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« Watch and hear people talking about their
Baperiences of iliness and health issues,
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» Want to share your experiences? Join our Fargm
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What types of “information” do patients need?

The Possibilities and Roles of

e . Clinical Practice Guidelines
% Quality information

% little bias 1. Decisi . rt
# high scientific validity A balance - Decision-making suppo
?"epidemi.O'OQY and EBM between 2. Foundation for communication
 foundational common beliefs both i

% Humane information . oth Is 3. Continuing education for health care
® ) important .
® narrative providers

& individuality

KYOTO UNIVERSITY
§ SCHOOL OF PUBLIC HEALTH
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Organizing a co-ordinate team

First, a “co-ordinate team” must be organized to assist the guideline
developmental committee. The main task of the co-ordinate team is
to help patients/carers, as well as to coordinate the meeting of
guideline developmental committee. The tasks of the co-ordinate
team are as follows:

To clarify the aims of patient/carer involvement and to consult with
the guideline developmental committee;

To suggest ways of involving patients/carers;

To clarify the guideline development process and to coordinate
scheduling;

To describe the roles of patients/carers;

To obtain information on patient groups and select;

To train patients/carers (eg. hold training session and assist in
communication between members)

® @

BEE® P

KYOTO UNIVERSITY
§ SCHOOL OF PUBLIC HEALTH

Evaluation criteria for patient/care-giver”
groups

. A desire for medical knowledge based on evidence.

. The capacity to listen to the opinions of patients with pediatric asthma (i.c. conducting surveys
of the patients).

The ability to ensure inits practices (including holding regular
administrative board meetings, implementing accounting reports, and clearly stating its
philosophy).

N —

hed

4. The ability to maintain a constant size.

5. The ability to engage in activities on a nation-wide scale.

6. To what degree is the group able to comprehend and use the clinical guidclines?

7. A willingness to create clinical guidelines for patients.

8. Experience with asthma patients and issues,

9. Experience with pediatric patients and issues.

% Pour patient/caregiver groups with the highest scores and a strang willingness to pasticipate i creating
clinical guidefines for patients were sclected.

% We then esked them for ions for pati g ittee members.

) KYOTO UNIVERSITY
& SCHOOL OF PUBLIC HEALTH
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The Japanese healthcare system
Hideki Momura and Tokeo Nekaynma
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Evidence-Based Healthcare *~
with patient participation
% Share information, responsibilities, and
opportunities

% Establish relationships to mutually
address issues

%@ Restore confidence in healthcare
% Revitalization of healthcare
® Social maturation

£€3H KYOTO UNIVERSITY
4 SCHOOL OF PUBLIC HEALTH

Change of methods =
to develop guidelines

% Formerly , “GOBSAT”
(Good Old Boys Sitting Around the Table)

& Recently, toward “evidence-based” approach.
% Clarifying clinical questions to be addressed
& Systematic search and review of available evidence
% Determination of *Grade of Recommendation”

& Now, toward “evidence-based consensus”

=% KYOTO UNIVERSITY A
SCHOOL OF PUBLIC HEALTH L;;y;*‘z
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Factors affecting decision
making: Patients and Populations
(Muir Gray)

Resources

£95% KYOTO UNIVERSITY
g SCHOOL OF PUBLIC HEALTH

Evidence-Based Healthcare,

2nd Edition, 2001
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8 US Institute of Medicine ) 5E & (1990)

Clinical practice guidelines are systematically
developed statements to assist practitioner and
patient decisions about appropriate health care for

specific clinical circumstances.
[Clinical Practice Guidelines: Directions for a New Program, M.J. Field and

K.N. Lohr (ads.) Washington, DC: National Academy Press.p38]
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% National Institute for Clinical Excellence (NICE)
% Scottish Intercollegiate Guidelines Network (SIGN)

% “Our objective is to improve the quality of health care for
patients in Scotland by reducing variation in practice and
outcome, through the development and dissemination of
national clinical guidelines containing recommendations for
effective practice based on current evidence. *
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CHEST (EES

ACCP IETUVRIZEDIDHARSA1ERL *
FIEFHZE, ERE. BLUEEPLOHELZSHEIZBLV:
B o>BEBRLE7IO—F

Michael H. Baumann (EZi{E+, BZE L WHEMEXRLFHHEE). Sandra Zelman
Lewis ({§1%5). David Gutterman (E21E+ . MEEMAEZ2LIFFIHARE)

IETFURIZEIERAANSA (EBG) & AFAREATIETF U RIZETE, BEEHIIZE
THRYICUYDHRZRBLTNDERICEELEHTHS . BENLZREFIZETSIE
BN DBRLUGHAFURERETS EBG DERIZIZIZREFHEET S, REMWBEFAESE
& (ACCP) (&, B8t T2, AEMSFERSI., BEIOHENLTHESEHEREHABYA
FhF-TOEREBEL. SELETORBIZBHTNS, ZOTOEATIE. RREEERD
BAGLUVICEEOMERSLIVUEMICEELENAL H#EERLUVIETF UV AOENEEN
M OBBITFHESND, 2OTOERADLEaA—IE, ACCP DAV /i—, LU EBG DER%E
BEHLTOBARERRELTIRBEENS,

(CHEST 2007; 132: 1015-1024)

F—J—F
BRAIES (0, HEHR, TEFVRIZEIH (K542

£E
ACCP = American College of Chest Physicians CkEREBEFIEZ%). AHRQ = Agency for
Healthcare Research and Quality (EEM % - S E A ##8). EBG = evidence-based clinical

practice guidelines (TETV RIZESKEHE T AKS A1), HSP = Health Science Policy
Committee (BEEHZEAFHERSL

* EVUYE—MIY OV DRI IE KBEEE LS — (ACCP B4 MY AHER S A4 R Baumann 1), 1/14#/
—RTNYODXEBBEMEYS (Lewis B1) . 94 RAVSUMIN Y4 —F—DI(RIVIVEHKEESE
(ACCP E4&M2AHERS &F Gutterman 1§+) &,

FEEHGIL ACCP IZ3 L. XZEODTRIEABLES>TVBHRE - FHY—C 25127544 / AGLOBIESLHEEH
www.chestjournal.org CHEST/132/3/2007 £ 9 B

2008 4 2 A 18 BIZ chestjournal.org &YX 0—K,
KEMBEFERIIRERE (2007 )
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DOI: 10.1378/chest.07-1271
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AIEIZEEEBNTE, 5% ACCP IZ&BAIEFURIZEIAIMRSIUEERETOERDE
BIZDWTIZ.ACCP Oz TH A+ 7 LU ACCP DIHARSAVERT=a7 L
(Manual for Guideline Developmen)JIZi88i3 %, ZEIX. FMFSAVERTOEADLEA
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HERBL. 7OERTEITELEL. HBLEITS,
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