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evidence based recommendations

Work Package 3 Patient and Public focus

Version for patients
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DECIDE project: Strategies to communicate
evidence based recommendations

Work Package 3 Patient and Public focus

A new quality in guideline development
Brought to you by the creators of GRADEpro (GRADE Working Group)

Version for patients
and the public

Guideline Development Tool: GDT
www.guidelinedevelopment.org



http://www.guidelinedevelopment.org/
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DECIDE project: Strategies to communicate
evidence based recommendations

Work Package 3 Patient and Public focus
* What do people think about guidelines? Systematic review
* What do people want from guidelines? Focus groups

* What is currently provided and what can we learn? Content analysis
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DECIDE project: Strategies to communicate
evidence based recommendations

Work Package 3 Patient and Public focus
* What do people think about guidelines? Systematic review
* What do people want from guidelines? Focus groups

 What is currently provided and what can we learn? Content analysis
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Personalisation of information

Difficult for people to apply the results of research to themselves
* ‘l am an individual’
* ‘My disease is different’

* ‘This does not apply to me’ g §§ E

S




Personalisation of information

Inspired to Pay It Forward

At age 58, in the midst of my role as Under Secretary of this diagnosis. This is my way to ‘pay it
State for Amrms Control and Intemational Security, | was forward’, so to speak, and help all cancer
diagnosed with stage Il esophageal cancer. In 1973 my patients become cancer survivors.

dear grandmother, Marie O'Kane, my father's mother,
was diagnosed with stage |ll esophageal cancer and the
memories of her experience came flooding back. In my
vulnerable state | wanted answers to take back control
and to empower myself to fight back. | wanted credible
information to assist with my decision making, leading

to making the best choice regarding my care and the

My survival and high quality of life

can be directly traced to my oncology
team, Tommy D'Amico, MD, and Scott
Balderson, PA-C. Their care, work
with NCCHM, and dedication to these
guidelines are exceptional. | have also

hoon annrmniichs hlaccod i e lifa | hauas 9 oseinem

Ellen Q. Tauscher

1/34 used a personal story



Personalisation

| am HIV infected and pregnant. When should
| start taking anti-HIV medications?

Very few used brief clinical scenarios



Purpose

SOCIAL
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- &—
MEDICINE

www.elsevier.com/locate/socscimed

PERGAMON Social Science & Medicine 52 (2001) 1417-1432

Writing wrongs? An analysis of published discourses about the
use of patient information leaflets

IMPACT
B M c FACTOR Search this journal v for

Health Services Research Rb

Articles About this journal My BMC Health Services Research
Research article Highly accessed Open Access

Patient and public attitudes to and awareness of clinical practice guidelines: a
systematic review with thematic and narrative syntheses

Kirsty Loudonl ™", Nancy Santesso2’, Margaret CallaghanZ, Judith Thornton?, Jenny HarbourZ, Karen GrahamZ,

Robin Harbour2, Ilkka Kunnamo2, Helena LiiraZ, Emma McFarlane®, Karen RitchieZ and Shaun Treweek®




Provide education

* information about the disease, the tests or treatments

PICOs

Systematic reviews

Summary of evidence

Patient values and preferences
Resources

Feasibility

Acceptability

Equity

RECOMMENDATION



Provide education

* information about the disease, the tests or treatments

The Task Force Recommendations on Screening for
Cervical Cancer: What Do They Mean?

Here are the recommendations. When the Task Force recommends screening, it is

haraica thia crrconime bhac mmra miecihla Banafite than reecikla harmme Whan tha Tacls

%, distinguished the recommendations by a heading



Provide advice

These treatments are described in the sections that follow.

Other methods of assisted reproduction called gamete intrafallopian transfer (GIFT) or zygote
intrafallopian transfer (ZIFT) are not recommended.

Certain forms of assisted reproduction (IUI, IVF, ICSI, donor insemination and egg donation) are
regulated by law and their use is controlled by the Human Fertilisation and Embryology Authority
{HFEA; www.hfea gov.uk).

Intrauterine inseminatic= .
How will movement problems be treated?

Intrauterine insemination (IUI) is a tyr
the womb. Another type of artificial in  If you have had a moderate or severe brain injury this may affect your balance
is placed at the cervix (the neck of the  and movement, leading to problems with walking and other everyday

activities.
If you are using ICl you have a highe

previously been frozen). However, IU - Research has shown that practising everyday tasks over and over again is
previously frozen then thawed sperm  he|pful. Your healthcare team may encourage you to practise walking, getting
from sitting to standing or lifting or moving small objects with your hands and
fingers. Practising everyday tasks is more helpful to your recovery than doing
general exercises.

You may be offered U] if:

= you and your pariner are unable

example because of a physical d If your joints are not in the right position because of tightness in the muscles,

= you have a condition (such as a' it may help to wear a splint or a cast to prevent further tightening and improve
you need specific help to conceiv  the position of your limb. Splints are removable supports made of plastic or
conception can take place. metal, while casts go around the whole limb and are normally made of plaster.

Ot h e r. h a I f? = you are in a same-sex relationsh You may also be given exercises to stretch your muscles.
L insemination.

You may be offered injections of Botulinum neurotoxin (sometimes called
*fou should be offered unstimulated Il Botox, Dysport or Xeomin) to help with tight muscles. It is best for the

stimulate your ovaries during treatme  doctor who is giving the injections to work with your physiotherapist or your
ovulation to give you the best chance

occupational therapist (or both) so that together they get the best result from
the effect of your injection.

Your doctor may also consider giving you the medicines baclofen and
tizanadine to help ease tightness in the muscles following your brain injury.



Provide education

IVF Is more effective for women who have been pregnant or had a baby before. The chances of
having a baby fall with the number of unsuccessful cycles of [VF you have already had.

80% mentioned benefits
60% mentioned harms



Assist with decision making

Information ___| Percentage_

Benefits 80%
Harms 60%
Feasibility/accessibility 50%
Values and preferences 30%

Costs 15%



Help with consultation

Questions to Ask Your
Healthcare Professional

When Talking About OAB

P What is Overactive Bladder (OAB)?
P What causes OAB?

» Can you prevent OAB?

» Can you cure OAB?

» Can you help me? Or,do | need to
see a specialist? If | need a specialist,
how can | find the right one for me?

» Will | need to have tests to find out
if | have OAB?

5/34 included a ‘questions to ask your doctor’ section



Conclusions

Personalisation
Purpose
Information to help with decision making
Help with consultation
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Conclusions
Examples of strategies to fill those gaps
Research focus:
e Personalisation of information
e Different purposes
e Communication of evidence — words versus numbers

* Wording of recommendations

e Additional research needed to test different formats



