
CULTURAL CHANGE IN CLINICAL RESEARCH
P ATI E N T P AR TI C I P ATI O N
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Ms Nidhi Swarup



TWO YEAR JOURNEY 2009 -11
• Se ve re  He a d a ch e s

• Dizzin e ss

• Ext re m e  Fa t ig u e

• We ig h t  lo ss

• Se n sit ive  skin  

• Ve ry Dry Eye s

• Pa lp it a t io n s

• Dia rrh e a

c h a n g i n g  p h y s i c a l  i s s u e s



NUMEROUS 
E X P E R T S  
C O N S U LT E D

L O O K I N G
F O R
A N S W E R S

1. ENT

2.Ne u ro su rg e o n

3.Ne u ro lo g ist

4 .Psych ia t rist

5.Im m u n o lo g ist

6 .Ca rd io lo g ist

7.Op h t h a lm o lo g ist

8 .De rm a t o lo g ist

9 .Gyn e co lo g ist

10. Ga st ro e n t e ro lo g ist
11.Rh e u m a t o lo g ist



Crohn's disease & Ulcerative colitis
• Tw o m a in  t yp e s o f In fla m m a t o ry Bow e l Dise a se  (IBD)

In fla m m a t o ry Bow e l Dise a se  (IBD) a re  n on -in fe c t iou s life lon g  
illn e sse s t h a t  ca n  b e  p a in fu l, d e b ilit a t in g  a n d  som e t im e s le a d  
t o  life -t h re a t e n in g  com p lica t ion s

As o f 20 23 - Sin g a p ore  Pop u la t ion  5.92 Million
• Est im a t e d  3,0 0 0  IBD p a t ie n t s 
• Est im a t e d  30 0  ch ild re n

Tre m e n d ou s in c re a se  in  n e w ly d ia g n ose d  IBD p a t ie n t s t h e  la st  
15-20  ye a rs



SAD, UPSET, CONFUSED 
• N O T c u ra b le
• Ca u s e  u n k n o w n
• Ca n  b e  d e b ilit a t in g

RELIEVED, H AP P Y
• N o t  a  t e rm in a l illn e s s
• N o t  in fe c t io u s
• Ca n  b e  m a n a g e d  w it h  m e d s

M IX E D  
E M O T IO N S



M U L T I P L E  
D I A G N O S I S

1. Croh n ’s Dise a se  | GASTROENTEROLOGIST

2. Fib rom ya lg ia  | RHEUMATOLOGIST

3. Ecze m a  | DERMATOLOGIST

4. Sm a ll Fib re  Ne u rop a t h y | NEUROLOGIST

5. Sle e p  Ap n oe a  | SLEEP PHYSICIAN

MENOPAUSE | GYNAECOLOGISTP
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a l t e r n a t i v e  m e d i c i n e

• TCM

• ACUPUNCTURE

• MEDICAL QIGONG

• NATUROPATHY

• HOMEOPATHY

• MEDITATION

REFERENCE | WHO TECHNICAL REPORT | MEDICATION SAFETY IN P OLYPHARMACY 

LONG-TERM & LATENT EFFECTS | P OST MARKETING SURVEILLENCE | HERB-DRUG, DRUG-FOOD INTERACTIONS



DIAGNOSIS 
I MP ACTS  

THE 
P ATI EN T

AN D 
FAMI LY

MEMBERS

PHYSICAL 
“For months I have been so sick 
and fatigued. I had so many tests, 
scans and biopsies. I must take 
medicines for the rest of my life?”

EMOTIONAL 
“I have this chronic illness that I 
have never heard of before. Now if 
I take these medicines, there are 
so many risks. I am confused.”

SOCIAL
“My family and friends don’t 
understand how tired I feel. I have 
bloody diarrhea 5 -6 times 
everyday. How can I go out?” 

FINANCIAL 
“I don’t have insurance. Each 
injection is $2,000 after subsidy. 
Are biosimilars effective? I don’t 
want to burden my family.” 



PATIENT JOURNEY MAP
ADULT PATIENT | MULTIPLE DIAGNOSIS

Infectious illnesses considered | 
Treated, rule-out | Weeks-to-

months | Referral to Specialist 

GP VISIT SPECIALISTS’ CLINIC 
Consultation | Numerous blood, urine, fecal 
tests | CT Scan, X-Ray, Colonoscopy, MRI ++| 
Getting Appointments | Waiting for Results

HOSPITALIZATION
Acute episode | A&E | Tests, Scans | 
Admission & Diagnosis | Unheard of 

illness| Surgery | Post-procedure care

Multiple Prescriptions | Online info 
overwhelming | Inadequate options 

to clarify doubts | Side effects

TREATMENT OPTIONS CO-MORBIDITIES
Repeat Steps 1,2,3 | Medications, Diet, Post-

discharge care | IMPACT on Career, Finances 
& Family Life | Appointments Calendar 

DISCHARGE/HOME CARE
Mobility, Diet, Exercise | 

Safety, Numerous 
Medicines, Mental Health  

Monitoring each illness | Food, 
Feelings, Symptoms Diary | 

Report to Specialist after x#weeks

FOLLOW-UP PALLIATIVE CARE
Patient and Family Education | 

Institutional vs Home Care | Mental 
Wellness | Caregiver Support

END OF LIFE
Asian Culture | Role of Family 
Members | Advanced Medical 

Directive | Critical Care Decisions 



D E C I S I O N - M A K I N G  B Y  P A T I E N T S  
I N  S I N G A P O R E  

Teen age r

In fa n t  & To d d le r

Yo u n g  Ad u lt s

Se n io r

Se n io r

Be lo w  18 yrs



MENTAL HEALTH

The WHO defines mental health as “more than the absence 
of mental disorders. It is a state of well-being in which the 
individual realizes his or her own abilities, can cope with 
the normal stresses of life, can work productively and 
fruitfully, and is able to make a contribution to his or her 
community.”

Younger adults aged 18 to 29 years
21.5% had the highest proportion 

with poor mental health.

Source: National Population Health Survey 
2020, MOH Singapore

The prevalence of poor mental health as 
measured by GHQ-12 among Singapore 
residents aged 18 to 74 years was 13.4% 

The prevalence of diabetes among Singapore 
residents aged 18 to 74 years was 9.5%



c o p i n g  w i t h  d i a g n o s i s



PRELIMINARY RESULTS 

FEBRUARY 2024  | 

STOCKHOLM, SWEDEN

~2,000 RESPONSES







WATER | The Institute of Medicine of the National Academies 
recommends drinking 

⚬ 2.7 liters (or 91 ounces or 11 cups) for adult women a day 

⚬ 3.7 liters (or 125 ounces or 15 cups) for men

FO RBES HEALTH, 2 Ap ril 20 24

COLONOSCOPY PREPERATION IN SINGAPORE 
COST + PATIENT EXPERIENCE = VALUE



MENOPAUSE | GYNAECOLOGIST

M U L T I P L E  
D I A G N O S I S

1. Croh n ’s Dise a se  | GASTROENTEROLOGIST

2. Fib rom ya lg ia  | RHEUMATOLOGIST

3. Ecze m a  | DERMATOLOGIST

4. Sm a ll Fib re  Ne u rop a t h y | NEUROLOGIST

5. Sle e p  Ap n oe a  | SLEEP PHYSICIAN

SOURCE Schnur, S., Wahl, V., Metz, J.K. et al. Inflammatory bowel disease addressed by 
Caco-2 and monocyte -derived macrophages: an opportunity for an in vitro drug screening 
assay. In vitro models 1, 365 –383 (2022). https://doi.org/10.1007/s44164 -022-00035 -8



W H E R E  A R E  Y O U R  P A T I E N T S
CLINICS | HOSPITALS | NURSING HOMES | COMMUNITY HOSPITALS | HOSPICE CARE



SIX 
POTENTIAL
ROLES OF 
PATIENTS

RES EARC H 
PARTIC IPANT
Contribute with 

DNA, ce lls e tc. for 
clinica l tria ls 

INS IG HT PRO VIDER
Provides genera l or 

disea se  specific info 
a bout a  pa tient 

popula tion

REVIEWER
Va rious pa tient 

re la ted content eg  
brochures, videos, 

a wa reness 
ca mpa igns 

C O -DES IG NER
Resea rch results, 

product brochures & 
clinica l ma te ria l into 

pa tient friendly 
informa tion

DRIVING  FO RC E
Owns or colla bora tes 

a s a  pa rtner in projects 
with POs or Industry, 
influencing policy & 

implementa tion

ADVIS O R
Member of clinica l 

resea rch prog 
committee , HTA, 
disea se  specific 

workshop



FACTORS AFFECTING
APAC Pa t ie n t  En g a g e m e n t  

Ac c e s s ib ilit y  & Ea s e  o f Ac c e s s

Tru s t  in  Au t h o rit y

Cu lt u re

01

02

03
0 1

0 2

0 3

SOURCE: WORLD ECONOMIC FORUM
h t t p s :/ / w w w .w e fo ru m .o rg / a g e n d a / 20 22/ 11/ a s ia - p a c ific -
p a t ie n t - e n g a g e m e n t - h e a lt h c a re /



PHILANTHROPISTS
FOUNDATI ONS

I NDI VI DUAL DONORS
CORPORATE 
SPONSORS

ALLIANCE OF PATIENTS’ 

ORGANIZATIONS SINGAPORE (APOS)

CENTRE OF REGULATORY 
EXCELLENCE (CoRE)

COALITION TO ACCELERATE 
PATIENT ENGAGEMENT (CAPE)

PATIENT ORGANIZATIONS
100 PATIENT ORGANIZATIONS
ONLINE SUPPORT GROUPS & 

OTHERS

MINISTRY OF HEALTH (MOH)
HSA, HPB, AGENCY FOR CARE 

EFFECTIVENESS (ACE)

INDUSTRY PARTNERS 
PHARMA, GENOME TESTING, 

DEVICES, DIAGNOSTICS, 
AI, ML ++ TECHNOLOGIES 

RESEARCH ORGANIZATIONS
UNIVERSITIES, HOSPITALS

HEALTHCARE PROVIDERS
1.SINGHEALTH GROUP
2.NATIONAL HEALTHCARE GROUP 
3.NATIONAL UNIVERSITY HEALTH SYSTEM
4.PRIVATE HOSPITALS

MULTIPLE STAKEHOLDERS IN HEALTHCARE

WORLD HEALTH 
ORGANIZATION

GLOBAL PATIENT SAFETY 
ACTION PLAN 2021 -2030



HEALTHCARE GAPS: SINGAPORE

2000 -2025 
$25 BILLION 
INVESTMENT



1. POLICYMAKERS

2. REGULATORS

3. HEALTH TECHNOLOGY ASSESSMENT (HTA)

4. PROVIDERS: SINGHEALTH, NHG, NUHS, PRIVATE SECTOR

5. ACADEMICS, CLINICIANS, RESEARCHERS 

6. PHARMACEUTICAL, DIAGNOSTIC, MEDTECH COMPANIES

7. INVITE PATIENTS & FAMILY MEMBERS AS CO-CREATORS

GLOBAL PATIENT SAFETY ACTION PLAN 2021 -20 30  
CALLS FOR P ATIENT AND COMMUNITY ENGAGEMENT



PATIENT 
AND 

PUBLI C

I NVOLVEMENT 

FOR 

SUSTAI NABLE

HEALTHCARE

NEXT 25 YEARS: INVEST IN
EMPOWERING & INVOLVING PATIENTS

1. INCLUDE Pa t ie n t s -a s -p a rt n e rs w it h  ‘Live d  Exp e rie n ce ’

2. IDENTIFY Un m e t  Ne e d s o f Pa t ie n t s

3. CO-DESIGN Clin ica l Re se a rch  Qu e s t io n s , Pa t ie n t -re le va n t  En d p o in t s, 

t ria l d e sig n  a n d  con d u c t , in c lu sion  a n d  e xc lu sion  c rit e ria  a n d  p a t ie n t  

p rio rit ie s in  t e rm s o f b e n e fit  a n d  risk*

4. CREATE Pa t ie n t  Ad viso ry Bo a rd s  fo r Hosp it a ls, Re se a rch  In st it u t e s, 

Ph a rm a , Me d Te ch , Dia g n ost ic s a n d  CROs 

5. CO-CREATE Aw a re n e ss a n d  Ed u ca t ion a l Ma t e ria ls, CT Re su lt s’ Re p ort

SOURCE: https://doi.org/10.1038/s43856-022-00156-x | www.nature.com/commsmed



+65 9695 7569

hello@apos.sg
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