Patients as

Partners-in-Care

Strategies on how to engage
patients and families to improve
healthcare quality
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SPAN Patient Advocates : What do we do?

* We are patients and
caregivers who want
to make a positive
Impact on healthcare
by bringing forward
the patient and family
perspective to
healthcare teams.
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We do what we do
because of a life-
changing illness
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Poll : Have you engaged patients and families in your
healthcare improvement project?
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Why you need
patient
engagement!

SingHealth Patient Advocacy Network Si ng Health
Defining Tomorrow’s Medicine



If you need User Experience in your
Improvement Project...

...You will need Patient Engagement
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Example of chemotherapy PIL project

Background

SPAN members collaborated with the Pharmacy team from
National Cancer Centre to review and give suggestions on the
wordings/layout of patient education materials for patients
undergoing chemotherapy

Changes made: wordings were simplified, retaining the
pertinent information and layout was revised to make it easier
to read

Objective:

To produce patient education materials that are easily
understood by patients

Members involved: Ms Ai Ling Sim-Devadas, Mr Chew Kim
Soon, Ms Irene Gwee, Ms Khoo Sork Hoon, Mr Teo Kee Huat
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Before

and wlceration of the
area if this ocours.

Possible Side Prevention & Possible Side Prevention & Management Strategies
Effects —Management Strategies | Effects —
{A) IMMEDIATE QHDUQIJ ~~ |B) EARLY {DAYS TO MONTHS)
Thiz may be worsened by a change in taste of food andfor nausea. Try
Poor appetite different flavours of food and amall frequent meals. For poor appetits,
try to include nutritional supplements (eg Ensure®, Prosure®) into your
Pain or swelling at . ek
inject I that drug iz not going
{Extravasation) the vein and may be
leaking onto the skin. Constipation ) )
Urgent tres tis (howel mo t Eg_k rr‘;nre fluids and tak;img:'lg‘:arz If you E:mct:Table to pass
needed to treat blisteri lesser than usual) ion / stools, you may ora ves (eg lactulose, senna or

bizacodyl) as needed.

Anti-vomiting
medications will be given
before chemotherapy.

Standby anti-vomiting /
nausea medications will

Mouth sores / uicers

Usze a soft-bristled toothbrush. Use salt water to ringe your mouth at
least three times a day after meals.

Informn your doctor [ phamacist f mouth sores cause pain when you
eat.

bleed more easily.

Nausea and vomiting Erﬁfﬂ for you to bring g’fm‘ ’E“in";::grg;ﬁ ~ | Eat well and get enough sleep. Prioritize tasks to ensure you make the
miay occur during . to 2 wks after best use of your energy. Light exercises may help to reduce fatigue.
chematherapy To help relieve nauses, chemotherapy

take small frequent

meals. Avoid foods /

m; th?tmmy msake Low white blood Avoid crowded ! poorly ventilated places and sick people. Practise

you feel nauseous, such/ | cUnts i.e at a higher good persanal hygiene.

as oily, fried food b risk of having an See a doctor immediately if you develop a fever (38°C and above) or

strong-smelling food. | | infection. feel unwell.

Your uring will tum

Try not to injure / cut yourself accidentally. Use a soft-bristled

Orange or Reddish i’éﬂwf;f?nf;:z? toothbyrush as your gums may bleed more easily. Consult your
coloured urina ¥o v phamacist before taking any pain medications as some may increass

vour chances of bleeding.

Heavy text, with
jargons like
‘extravasation’
Side-by-side
layout for the
(A)immediate
and (B) Early
effects, making it
more difficult to
read
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After

Possible Side Effects | Prevention & Management Strategies
DURING OR HOURS AFTER TREATMENT
ﬁ?;gﬁt:f;ﬂ?;mﬂg at Informn your nurse immediately if you experience any pain, stinging, swelling or redness near or at the injection site.

Nausea and vomiting
may occur during
chemotherapy

Anti-vomiting medications will be given before chemotherapy and also will be given for you fo bring home.

To help relieve nausea, take small frequent meals. Avoid foods / smells that may make you feel nauseous, such as oily,
fried food or strong-smelling food.

Orange or Reddish
coloured urine

Your urine will tum orange or red in colour for 2 to 3 days. This is due to doxorulbicin.

DAYS TO MONTHS AFTER TREATMENT

Thiz may be worsened by a change in taste of food andfor nausea. Try different flavours of food and small freguent

Poor appetite meals.

For poor appetite, try to include nutritional supplements (eg Ensure®, Prosure®) into your diet.
Constipation . . _ .
(howel mo t Drink more fluids and take enough filbre. If you are unablke to pass motion / stools, you may take oral laxatives (eg

lessar thamn usual)

lactulose, senna or bisacodyl) as needed.

Mouth sores / wicars

Use a soft-bristled toothbrush. Use salt water to inse your mouth at least three times a day after meals.
Informn your doctor / phamacist i mouth sores cause pain when you eat.

Eat well and get encugh sleep. Priorifize tasks to ensure you make the best use of your energy. Light exercises may

Tirediness / Fatigue help to reduce fatigue.
) You may be more prone to infections. Avoid crowded / poorly ventilated places and people with infections.
l‘;ﬂﬂ”wn;hrm biood cell Practise good personal hygiene. Eat only ﬂell-cmhgd food.
See a doctor immediately if you develop a fever (38 C and above) or feel unwell.
You may bruise or bleed easily. Be careful not to injure / cut yourself. Use a soft-bristled toothbrush as your gums may
Low plataiat counts bleed more easily.

Consult your pharmacist before taking any pain medications as some may increase your chances of bleeding.

AL Chemotherapy - Version 1, 30X 2020 (Document Mo)
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Wordings were
simplified,
retaining
pertinent
information

Clearer
explanation e.g.
‘Immediate
(hours)’ was
changed to
‘During or hours
after treatment’

Layout was
revised to make it
more patient
friendly
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Past Projects by SPAN

National level
v' Consultation by MOH Workgroup on Informed Consent

Consultation by MOH Health Regulation Group on Consumer Edu Strategy
Singapore Health Quality Service Awards 2020-2021 (as judge/s)

NN X

Singapore Healthcare Management Congress 2019 (as judge/s)

Institutional level
v" Future Outpatient Journey Taskforce

v Elective Surgery Taskforce
SGH Business Office service transformation discussions

NHCS Focus Group Discussion

NN X

Consultation on Patient Education Materials
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Plain English

' d jargon
Building a glossary of 150 commonly used medical terms and jarg

Glo

ry

PLAIN EMCIISH GLOSsARY

Abscess

‘ 1 oplrakse

Bﬁ“ﬂ;mmwamlweﬂhg

[T —

lf;rmseealmnq:myu.h.,-apmm
Please tell your doctor or nyrse.

Acute

Ly’ xponcrion

Sudden

[F T —

iFyou feel 3 suddan

Acute Retention of
Urine {ARU}

Loymont eplaraioe
Cannat pass urine property

Lo e —

iFyou cannot pass urine propesty, please
5ee the doctor.

Advance Care Planning
(Acp)

Larmans aplma g
How you would Iuetﬂbecam.jf.“hwld
¥ou bacome unable tg speak foryoursalf

[ F——

WEwouldluetﬂtlmusarldmrLede
would like to be cared for should

¥ou become unable to speak for yoursalf.

p I
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Ambulant

qum:armudtyhm

[ —

Ambulate
Lavmar) exploruation
Maving sround
Loy 2o oy

Your fuherneedshebmth mewing
around.

Asymptomatic
Mlcmscaplc
Haematuria (AMH )
;:::; m; YOUr urine during the test
mﬂlﬂﬂfw ha'ng any urine Ymptoms.
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Presentation of Covid-19 Patient Survey findings

In Aug 2020, Josie and Kim Soon conducted a
survey among 156 patients and caregivers to
find out their patient experience during Covid-19

A small focus group discussion (FGD) was later
convened to deep dive into certain topics

Apart from presenting the findings from the
survey and FGD to the SingHealth management
in Oct 2020, they later presented the findings at
various cluster-level meetings for colleagues
from the various Office of Patient Experience
and Group Communications teams in Jan 2021
to give insight into the sentiments on the ground
and to identify proposed actions.

Telehealth and Remote healthcare (Il)

Do you think having access to Do you think having access to How would you rate your
Telehealth services to Telehealth services to experience with Telehealth
communicate with your provider communicate with your provider services?

will be helpful during this time? will be helpful during this time?

Key Takeaway:
t 78% [8ree that telehealth services
s helpful

[[22% [no

Medication Delivery Service (ll1)

Focus Group sharing:
1. Cost of Medicine Delivery was initial concern, now FREE during Pandemic. Question of cost to patients.
. Medicine delivered quickly (in 2 — 3 days) and will continue to use this service.

. Available to patients with simple medical conditions, educated, less elderly and patients with ability to
self monitor own vital signs.

2
3
4.  Price of cine had risen during the Pandemic.
5.

. Following lessons learnt during this Pandemic, to review stockpile of medical suppliers with better
coordination and equitable distribution of such supplies to critical/needed group

Possible Actions to consider:
1. SPAN can support educational Tool kit to encourage use of Medication Delivery.

2. Include the views and feedback from pati: [caregi at the early stages of programmes and
projects design. SPAN members are keen to participate.

3. SPAN can team with the healthcare team to deep dive into the various services to identify issues.

SingHealth
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Snapshot of SPAN today!

« 40 Patient Advocates (patients & families) from all
walks of life

* Most of us have gone through a life-changing iliness

* We participate in workgroups, committees, talks and
healthcare events.

 Skills-building for Patient Advocates — Patient
Advocates Communication Training, Quality
Improvement, Design Thinking, Story-telling, Patient-
centered Research, etc....

SingHealth

Ty P e I SR T I R
vernning iomorrows viedicine




Value of having patients and families onboard

» Serve as a sounding board for your Initiatives.
* Provide input from the user perspective.
» Shed light on any blind spots.

Make care safer and better!
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How do you
engage
patients?




Spectrum of Engagement

Inform Consult Involve Partner

“We keep you “We listen & “We work with you to “We co-design and co-
informed.” acknowledge your ensure your concerns produce the solution
feedback.” and hopes are with you.”
= Brochures reflected .”
= Fact Sheets * Feedback forms  Committees
= Website * Consultative feedback e Workshops * Workgroups
= Social Media sessions * Project Teams
= Newsletter * Focus Groups I/(/
Surveys s e s OiNGHEQIH
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What does it mean for you

“We listen &
acknowledge your
feedback.”

Feedback forms
Consultative feedback
sessions

Focus Groups

Surveys

“We work with you to
ensure your concerns
and hopes are
reflected .”

* Workshops

“We co-design and co-
produce the solution
with you.”

* Committees
*  Workgroups

* Project Teams

Ith Patient Advocacy Network SingHeaIth

Defining Tomorrow’s Medicine






Design Thinking Approach

Design Thinking approaches insight gathering and solutioning through co-

designing and co-producing.
It facilitates the uncovering of latent needs that may not be immediately apparent to

these users.

..............
-




Empathy : Some methods to understand patient
experience

* Interviews

* Focus groups

» User observations / Shadowing
* Journey mapping

* Journal

SingHealth Patient Advocacy Netw:

. SingHealth

Defining Tomorrow’s Medicine



How to get patients and families involved in your
project?

SPAN

Patients & Caregivers in your clinic/ward

\ >/

Patient Support Groups
A y/

.
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If you need advice on how to involve patients and
families...

Contact

« SPAN Secretariat &
IPSQ

partnersincare@singhealth.com.sg

e e OINGHeAIH
Defining Tomorrow’s Medicine




At recruitment...

* Be clear about your project objective and the role
you will like the patient/family to play in the project.

* Decide what is the patient profile and gualities you
need.
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And when you have them onboard...

* Provide clear goals of the project to the
patients/families.

* Provide them with supporting information to
consider/review before the session. Send them an
iInformation pack (without healthcare jargon — or
explain them).

SingHealth Patient Advocacy Net:

«  SingHealth
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And when you have them onboard...

» Create open and conducive environment that build
trust and encourage them to share.

» Listen and engage with them
» Ask the right questions!

e e OINGHeAIH
Defining Tomorrow’s Medicine




Going beyond...

“What is the Matter”

¥

“What Matters to You”

SingHealth Patient Advi
Defi

wrrss SingHealth




Asking Open Questions to Understand What Matters

“Was sufficient information provided to you when you
were informed of your diagnosis?”

“Tell me more about what was going through your
mind when you were told the diagnosis. How did
you feel?”

SingHealth Patient Advocacy Net
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Asking Open Questions to Understand What Matters
“How long did you have to wait for your consultation

at the A&E?” or “Was the nurse/doctor able to
address your concerns?”

“What causes you anxiety at the A&E?

SingHealth Patient Advocacy Net
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7 Steps to Great Patient Engagement in your Project

Start from Recruit Empathise Create open  Ask theright  Listen and Develop and
project patients, by and guestions — have honest test
design — families and understandi conducive open conversation  solutions
how can you patient ng patients environment  questions on collaborative
include advocates — and families for open “What ly
patients and Seek advice perspective discussions matters to
families from SPAN and and to build the patient”
Secretariat experience trust
and IPSQ through
insight
gathering
methods

SingHealth
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And finally... Keep us updated on the
progress of the project.







Going beyond...

“What is the Matter”

¥

“What Matters to You”

SingHealth Patient Advi
Defi

wrrss SingHealth




Going beyond...
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Going beyond...

Ticking the Patient Practising Authentic
Engagement Box Patient Engagement
This Photo by Unknown Author is licensed under CCBY-ND ‘dm /
s e o OiNGHEQIH
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http://thetelecareblog.blogspot.com/2012/04/tick-box-telecare-its-coming-to-you.html
https://creativecommons.org/licenses/by-nd/3.0/

Patient Advocates help to

Q Q -

REFRAME PROBLEMS GENERATE SOLUTIONS IMAGINE NEW POSSIBILITIES
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Involving Patients and Families in your projects is
transforming healthcare




Josie’s Insights




Medical
Conditions

Medical Facilities
& processes
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e . Involve me
i 2 T and I will

understand.,

INVOLVE
Me
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