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So, why update Chapter 4?

e Time passes, always good to update

eIs the information in patient versions useful to
patients and public?

e Evidence from the DECIDE project




DECIDE work that informs GIN PUBLIC

® Review of public/patient attitudes and awareness of
guidelines

® Review of existing patient versions

® Focus group and user-testing work with patients
and public

® General knowledge of literature, brainstorming and
discussion




Some highlights

® Most people have no idea that guidelines exist

® Who is the patient version for?

® People want information that often isn’t in guidelines
@ Opinion is divided about numerical information

@ Deliver information in small doses




Chapter 4

The new Chapter 4 will
EA o include these findings.

*"OM 19\‘\

Patient and Public
Involvement

G-I-N PUBLIC Toolkit:

Patient and Public
Involvement in
Guidelines




guidelines as one of the purposes of patient versions?. ; w patient versions currently

meet this needs.

Presenting recommendations linked to self-management are therefore ones to prioritise when Refe re n ces

deciding which recommendations to cover in a patient version of a guideline. The Scottish Dental
Clinical Effectiveness programme chose to present three recommendations in its patient version, all
linked to self-management (Figure 4). More information on selection of recommendations is given

in section 5.2.

Recommendation 1
Brush your teeth regularly and effectively

Improving your oral hygiene reverses the early stages of gum disease. Your

dentist or hygienist can help by showing you how to brush your teeth in the
most effective way.

Recommendation 2 / AI1 exa m ple

Have a plan of when you will brush your teeth

Having a firm plan will help you remember to brush your teeth. For example,
you could plan to always brush first thing in the morning when you get up
and last thing at night when getting ready for bed.

Recommendation 3

Use an ordinary toothbrush or a rechargeable
powered toothbrush and fluoride toothpaste

Rechargeable powered toothbrushes may remove more plaque than ordinary
toothbrushes. However, both types of toothbrush are good for removing
plaque if they are used properly.

Figure 4 The three recommendations presented in the patient versicn of the Scottish Dental Clinical

Effectiveness Programme’s periodontal guideline.




cardiovascular risk?. Making the strength of a recommendation more explicit was one of the key
drivers behind the development of the GRADE system for grading the quality of evidence and

strength of recommendations (see http://www.gradeworkinggroup.org).

It seems reasonable then that patient versions should also provide an indication of the strength of a
recommendation to avoid similar misunderstandings. How to do this is challenging and is best done
together with patients and/or public when developing the patient version. Some general guidance

can be given though:

1. Using the GRADE terms “Strong’ and ‘Weak’ to label recommendations is likely to be confusing
This is because of how ‘Weak’ is interpreted (‘“Why are you presenting a recommendation if it is
weak? F. One alternative option may be to label ‘Strong’ recommendations but not “Weak’
recommendations (see figure 8). This is being evaluated in the DECIDE project but results are not yet

available.

D e An example, but

We recommend that If your doctor has 10 you that your test shows that you have some potentially premalignant growth en the surface of your
cervix, then you whould be treated. The first choice of treatment s cryotherapy.

mmm—— one still under
development

Folowing the v«cﬂm;nsn-o-ﬂ would reduce your risk of getting cenvical cancer, Some women may have side effects bt these are Aimost always
minge. Talk 10 your doctor about how these might affect you

Recommendation
We suggest that o your INR test has been in a good range for the last 3 months, you could have it tested less often, up 10 every 12 weeks instead of
every 4 meeks.

Who Is this recommaendation for?
The majoriny of people like you would want the 1o have their INR tested less often bt many would not. You need 1o talk 10 your @octor 1o decide
what 10 g0 for your particular situation, particularly about the effect any other medications you afe Laking may have on your INR 1est.

What woeld following the recommendation mean for youT
Following the recommendation wosld mean you wosld need 10 vist the hospital less often,

Figure 8 Labelling strong recommendations as ‘Strong’ but not labelling weak as "Weak’ (the lower example is

a weak recommendation, the upper strong). This is currently being evaluated as part of the DECIDE project.

2. Symbols may help although these have to be intuitive (and tested with your audience)

Symbols were used with a WHO guideline on health worker roles in maternal and newborn health
http://optimizemnh.org/intervention.php), which was aimed at a range of stakeholders (though not
the public) and the symbols were well received (see figure 9). The solid green ticks are strong

recommendations in favour of the intervention; solid red crosses are strong recommendations

against the intervention. The dotted ticks and crosses are weak recommendations for and against




Antibiotics for a sore throat

|
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Use this Grid 1o help you and your healthcare professional talk about how 10 best treat your sore theoat

The likelihcod of hawing » bacteral mfection incresses if you have pus on the torsids, tender neck glands, a fever,

and do not have a cough. If you have 3 or more of these 4 issues [pus, tender nack, fever, no cough), it is moderately
Ikely that you have 3 bacteral infection, If you have 2 or fewer of thess issues, itis unlikely that you have a bacterial

infection.

Frequently asked
questions

It is moderately lkely
that my sore throat is
bacterial,

Willl get better faster
with this treatment?

It is uniikely that my sore
throat is bacteriad

Will | get better faster
with this treatment?

What does this treatment
consist of?

What problems might this
treatment cause?

Will this treatment lower
my chance of having
other infections?

Treatment with antibiotics

Roughly 50 in every 100 people (50%)
who take antibiotics will feel better about
1 day earlier than they would without
antibiotics. They may not feel better for
the first day or two. Boughly 50 m every
100 pecple wil not benetit

Roughly 20 in every 100 people (20%) will
feel better about 1 day earlier than they
would without antibiotics. Roughly 20 in
every 100 people (80%) will not benefa,

Takng antdiotics, as well as taking over-
the-counter pain relevers, drinking fMuids,
eating ive oubes or other cold foods

Abount 16 in every 100 people (16%) will
have one or mare of the following
problems: upset stomach, rash, or
darrhea Using antibiotics can lead to
bacteria becoming resistant to the
treatment.

Dependirg on the type of infection you
have, you are dightly kess likely to
develop an ear or sinus infection.

Treatment without amtibiotics

No, the symptoms are usually » problem
for abount 3.7 days.

No, the symptoms are usually a problem
for about 5-7 days

Taking over-the-counter pain releyers,
drinking NMuids, eating ke cubes or other
cold foods

You avoid any problems antibiotics might
Canse

Cditoex: Aoben Jabn, Nick Franca, Aoy Canon-Stevera, AZrian [awmards, Rchard Lobmar, Glyn D,
Ceidence docarseat: hitp //waw cptiongrid orglrescurcm orethraat_sadence pat
Pubbcation dates L4 0y 2004 Expiry: 34 Dby 2005 1SBN) 9080 9575850 65 Leerde CCEBYNORD 30
Damwaload the MEs! CHvenr veysaao frove. WD /Swaw 2000ngrd Org

Figure 12 Option Grid for use of antibiotics for sore throat (http://www.optiongrid.org).

<«—— An example from

the literature
beyond DECIDE




the intervention, respectively. Use of symbols to express strength of evidence would need to be

tested with your target audience.
o)
Antibiotics for a sore throat

Use this Grid 1o help you and your healthcare professional talk about how 10 best treat your sore theoat

3. Standard qualitative text statements can be used to present strength of a recommendation

The example shown in Figure 4 from the Scottish Dental Effectiveness Programme (SDCEP) uses

The likelihcod of having a bacteral mfection increases if you have pus on the torsids, tender neck |
and do not have a cough. If you have 3 or more of these 4 issues {pus, tender neck, fever, No COug
Ikely that you have a bacteral infection, If you have 2 or fewer of thess issues, itis unlikely that v

infection.

Frequently asked
questions

It is moderately likely
that my sore throat is
bacterial,

Willl get better faster
with this treatment?

It is uniikely that my sore
throat is bacterial

Will | get better faster
with this treatment?

What does this treatment
consist of?

What problems might this

treatment cause?

Will this trestment lower
my chance of having
other inections?

Treatment with antibiotics

Roughly 50 in every 100 people (50%)
who take antibiotics will feel better about
1 day earlier than they would wthout
antibiotics. They may not feel better for
the first day or two. Roughly 50 »m every
100 pecpie wil not benetit.

Roughly 20 in every 100 people (20%) will
feel better about 1 day earlier than they
would without antibiotics. Roughly 20 in
every 100 people (80%) will not benefa,

Takng antiotics, as well as taking over-
the-counter pain relevers, drinking fuids,
eating ice cubes or other cold foods

Abount 16 in every 100 people (16%) will
have one or mare of the following
problems: upset stomach, rash, or
darrhea Using antibiotics can lead to
bacteria becoming resistant to the
treatment.

Dependirg on the type of infection you
have, you are dightly kess likely to
dewelop an ear or dnus infection.

Treatment without anti

No, the symptoms are u
for abount 3.7 days.

No, the symptoms are u
for abount 5-7 days

Taking over-the-counter
drinking Muids, eating i
cold foods

You avoid any problems
Case.

Cetoex: Aoben Jabn, Nick Franca, Angy Cancn-Stevera, AZrian [awmardh, Rchard Lehmarn, Glyn D,
Duidence docarseat: hitp //waw cptiongrd amglrescurcmorethrcat_sadence pat
Pubbcation date: L4 0k 2004 Expiry: 34 Dby 2015 1SBN 90809575850 65 Lkerde CCEBYNORD 30
Dawaload the Mas! Corenr wysaao frone NI/ wasw 2p0ongrdd org

Figure 12 Option Grid for use of antibiotics for sore throat (http://www.optiongrid.org).

are strong, recommendation 3 is weak

standard text phrases based on those used by the Cochrane Collaboration to present information on

the magnitude of effect in words (see Table 5)*2. In the SDCEP example, recommendations 1 and 2

Important benefit/
harm

Less important
benefit/harm

No important benefittharm or null
effect

High quality
evidence

Will improve/
decreasel prevent/
lead to fewer (more)
[outcome]

will improve slightly/
decrease slightly/
lead to slightly fewer
{more) [outcome)

will not improve/ will lead to little or no
difference in [outcome)

Moderate

quality
evidence

probably improves/
decreases/ pravents/
leads to fewer
{more) [outcome]

probably improves
slightiy/ probably
decreases slightly/
prooably leads to
slightly fewer (more)
|outcome]

probably will not improve/ probably leads
to itthe or no difference in [outcome)

Low quality
evidence

may improve/
decreasal prevent/
lead to fewer (more)
|outcome)

may improve slightty/
may decrease
slightly/ may lead to
slightly fewer (more)
|outcome]

may not improve/ may not lead to any
difference in [outcome)

Very low

quality
evidence

We are very uncertain whether [intervention] improves [outcome)

No events or
rare events

No studies
found or
reported

No studies found/reported [outcome]

a consistent way'?. 13,

Table 5 Structured text statements used by the Cochrane Collaboration to present uncertainty information in




Why have I been given this leaflet?

You may have told the dentist that you taste and see blood when you clean
your teeth, or that you feel that some of your teeth may be loose. Your
dentist may have noticed that your gums bleed or that you need to improve
your oral hygiene. Bleeding is a sign of gum disease.

What is gum disease?

Gum disease, also known as periodontal disease, is caused by a build up of
plaque on the teeth. If plaque is not regularly removed by brushing, the gums
can become irritated and inflamed. Plaque which is not removed eventually
hardens into a substance called calculus which is also irritating to the gums.
Calculus has to be removed by your dentist or hygienist.

Gingivitis

The early stage of gum disease is called gingivitis. The symptoms are swollen,
red gums which bleed easily when you brush, floss or eat hard foods, such as
apples. You may also notice an unpleasant or metallic taste in your mouth. A

relative or friend may complain that you have bad breath. Gingivitis is
reversible with good oral hygiene.

Periodontitis

If gingivitis is left untreated, it can develop into a more advanced stage of
periodontal disease called periodontitis. If left untreated, periodontitis can
lead to receding gums, loose teeth and eventual tooth loss.

Can I prevent gum disease?

Most people can prevent gum disease with good oral hygiene. The table lists
some key things you can do to improve your oral hygiene and prevent gum

Recommendation 1

Brush your teeth regularly and effectively

Improving your oral hygiene reverses the early stages of gum disease. Your
dentist or hygienist can help by showing you how to brush your teeth in the
most effective way.

Recommendation 2

Have a plan of when you will brush your teeth

Having a firm plan will help you remember to brush your teeth. For example,
you could plan to always brush first thing in the morning when you get up
and last thing at night when getting ready for bed.

Recommendation 3

Use an ordinary toothbrush or a rechargeable
powered toothbrush and fluoride toothpaste

Rechargeable powered toothbrushes may remove more plaque than ordinary
toothbrushes. However, both types of toothbrush are good for removing
plaque if they are used properly.

What else can I do?

e  Stop smoking

Stopping smoking reduces your chance of getting gum disease.

e Clean between your teeth using floss or interdental brushes

Flossing in addition to toothbrushing may make gums less likely to bleed.
Using interdental brushes in addition to toothbrushing may remove even
more plaque.

disease. '




for
Scotland

What will the dental team do? e oo NHS
Clinical Effectiveness Programme Education

If you need to improve your oral hygiene, your dentist or hygienist can
show you the best ways to remove plaque from your teeth. They can
also help you plan when you will do this at home.

If you have periodontitis, your dentist will show you how to improve
your oral hygiene and will recommend that you have treatment to

remove the build-up of plaque and calculus on your teeth. You may
need intensive treatment that will take place over several weeks.

If you smoke, your dentist will advise that you consider stopping.

If you have diabetes, your dentist will recommend that you ensure it is
well-controlled, as uncontrolled diabetes increases your risk of
developing gum disease.

Why has this leaflet been developed?

SDCEP has recently provided guidance for dental healthcare staff on the best ways to
prevent and treat gum disease. SDCEP guidance is developed by groups that contain ‘
clinical experts, researchers and patients. This leaflet explains how patients can also

make a difference to the health of their gums. Your oral H ea lth

1 2 3 4 5 6 - -
Mot sacbex et s, s G Prevention of Gum Disease

evidence recommendation rpact eva vatvn

Upcamng
$oael This leaflet includes information on
B e® N e T S i
otﬁ)- 7 & s R . causes of gum disease

+ How you can prevent gum disease
Scottish Dental Clinical Effectiveness Programme

Cundee Dental Education Centre H
pemakiand Buling E-mail: soottishdental.cep@nes.scot.nhs.uk * How the dental team treats gum disease

. Phone: 01382 425751
Small’s Wynd .
Dundee DD1 4HN Website: www.sdcep.org.uk + How SDCEP produces guidance to

improve dental health




Conclusions

®We know a lot about how to make patient versions

®We want to put this knowledge into Chapter 4,
highlighting uncertainty where it exists

®We hope this will help guideline producers to
produce their patient versions

® Everything is draft; it still needs G-I-N approval.




Thank you!

Twitter: @shauntreweek

streweek@mac.com
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