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Table 1. The ‘Core Set’' in RA

Painful joint count
Synovial joint count

Acute phase reactants
Global assessment (doctor)

Patient perspective

Pain (assessed by patient) * Pain 1 T
Global assessment (patient) b FU"_ICTIGFI Thie
Functional capacity (patient) [ Fatigue | &

Physician perspective

AR
=R EY)

e Synovitis BAEN4ETE
* Acute phase reactants
* Structure

Figure 1. lllustration of the different perspectives in RA

The ‘Core Set’ is used both in Europe and in the United States since it is recognised both by the American
College of Rheumatology (ACR) and the European League Against Rheumatism (EULAR)

Gossec L. Patient-Reported Outcomes in Rheumatoid Arthritis. Turk J Rheumatol 2010; 25: 99-

104)
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The Journal of

Rheumatology

Patient perspective] fatigue ps a recommended patient centered outcome measure in

rheumatoid arthritis.

John R Kirwan, Patricia Minnock, Ade Adebajo, Barry Bresnihan, Ernest Choy, Maarten de Wit, Mieke Hazes, Pam Richards, Kenneth Saag, Maria Suarez-Almazor, George Wells and

Sarah Hewlett

The Journal of Rheumatology May 2007, 34 (5) 1174-1177;

" .
7 O\
% %
o e
3, &
Co, Al

5
Pmisgion ©

Fihoo0e © MBIEE BERABNSURIE

ISQua | ISQu 1SQua




Invisible Disease: Rheumatoid Arthritis and Chronic Fatigue

Our survey said:

4 5 890/ of respondents experienced
out of said their healthcare o Ch ron ic fati g ue

professional has never tried to measure
their levels of fatigue

of working age unemployed

)
\_-/ 0 respondents said chronic
0 fatigue contributed to them

® O ©
not being able to work

1971
Over half

o said fatigue had caused them to
o feel down or depl‘essed in the reported that fatigue had

negatively affected their

last seven days

sex life
Y . &35
\ R h:u mato I d e\'}th rlitls Find out more about rheumatoid arthritis at www.nras.org.uk m rQ S
RA Wa reneSS ee Call the NRAS Helpline on 0800 298 7650 )
&%ness 16-22 June 201 4 Join the conversation @NRAS UK #Lookdeeper scllca v Asriagia

,“ Arthritis Society

NRAS is a privale company limitad by guarantes. Regisler ad in Fngland asd Waslax No. 74274101, Chanily Nos. 1134859, SC0A9721
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The International Voice of Nursing Research,Theory and Practice

Rheumatoid arthritis patient education: RA patients’ experience

Paula Makeldinen, Katri Vehvilainen-julkunen, Anna-Maija Pietila

First published: 5 June 2009 | https://doi.org/10.1111/j.1365-2702.2008.02763.x | Cited by:19

v"Rheumatology nurses mostly gave their RA patients
information about how to use the anti-rheumatic drugs
prescribed to them.

v 51% of the patients were satisfied with patient education.
v 24% was not satisfied

—Main reason: nurses did not focus on the patient's
... emotional support.
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XEFERREB) TEREEPEE (The International Patient Decision Aid Standards, IPDAS)

ﬁfﬁ%ﬁ an'r-H_FH
TEREHVWENE || ARIEM - SEERERNAEA - EHRAERDSRE - QEHX - 3 - 8125
gE - MERE = 1. AHMETRATERR B REVER RS
M B RN IR R B KBV ER 2L

RERX B MmETE]

a5 15 O EEFN 238

POODN

\ 2
P& B I (aBllEL) SR ILENEEZ | |F2RBERAIE(BHIE) R1EIEE]
LAFARRAERERTMAYE || ZESASHNRGR | LFARSAS  FeEsE | THEMIREERS
2 FIBSEToRIB A T B S R Al P E 2 BEEMBISNE - IEEY | | AEER  BET
JEMERES = JEERES Y e

R A ISR B E R T A 10E 55

IHRE  RERE  BENEOSLHE IR

3




8 Qs 52 8

:F1E 'l'i_l_(/ malk (Planning a Needs Assessment)

i
il
¥l

=

AT 1E E’J E *g (Define the objective of the Needs Assessment)

EEET
Femm 2

ﬁ £
iE’/Q,U% (Identify the participants)

I GBS B Y (Identify the rationale or purpose of the

2 1= S <
£ AE o X at
needs assessment)

& TE I*l.‘?\ LIQ g% E"J fé:'%l‘&l- (Identify the information you wish to collect)

. %}iﬁﬂﬂ HQEET:T% (Select the methods for collecting the information)

CHEERWETR (M : 5iRE ~ #E ~ BE) oevelop

data collection tools (e.g. interview forms, surveys, questionnaire)

. %5*;%2': * *?fZISj(/J\ﬂ] Eﬁ;ﬁ*&% (Select the sample, sample size and

sampling procedure)

8 f‘EIJEEHEJ:' Fﬂﬁ% (Develop a schedule)
- 0. 3&1_.[ 225 '13 M7 ﬁ*ﬁ (Conduct the needs assessment and Analyze)

@ E 10 %:E\:ﬁu:lél: *uEEEEFﬁ LIQ?E?U E,‘Jfé:'%lﬁl' (Summarize and present the information)

v““{_ Jaconsen MJ, O'connor AM, Stacey D. Decisional Needs Assessment in Populations. © 1999 [updated 2013]. Available from www.ohri.ca/decisionaid.
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Experiences of patients undergoing repeated intravitreal
anti-vascular endothelial growth factor injections for
neovascular age-related macular degeneration

M
B Gop

!, J Heraghty’, R Cummins’
* and P MitchelF

Caregiver perceptions
about the impact of
caring for patients
with wet age-related
macular degeneration

Jessica Boyle2P, Meri Vukicevic®®, Konstandina Koklanis*<, Catherine Itsiopoulos® and
Gwyneth Rees®’
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AMERICAN ACADEMY
OF OPHTHALMOLOGY

e e M. Auvacieion

The Impact of Anti—Vascular Endothelial
Growth Factor Treatment on Quality of Life
in Neovascular Age-Related Macular
Degeneration

*Department of Community & Clinical All
Assodiates, Cabrini Medical Hospital, Mal
Hospital, Melbourne, Australia; “Departr
Melbourne, Australia; *Centre for Eye Rese;
"Department of Surgery, University of Mell

Himily members who provide informal care
kic of hospital ar ins fitutional care. The role
bse family members as primary caregivers is
fsive and they provide various types of
fance 1o the care recipient, including daily
tasks; sup port at medical appointments;
firg; medication compliance; and lso
imal support. Family caregivers often
fde 2sistance without formal training yet
ie this, there is 2 high expectation that
wers will provide competent care both in
me and in the medical setting.
il caregivers are usually rot
pensated for their time and in ad dition, tend
dsiect thar own parsonal neads. Itis well
fmented that caregiver burden includes
bdin significant finarcial, emotional and
fkal efiort while receiving no retum
financial and emotional). This in tum
Is overload and stress compramising the
iver's health and quality of life." The
fe. caregivers experience may be related to

ABSTRACT
Current therapy to slow disease]
neovascular age-related macular dej
intravitreal anti-vascular endothelia)
often indefinitely. Little is known
patients by this repetitive treatmer|
best managed. The aim of this stud
impact of repeated intravitreal inject]
AMD. Forty patients (16 males, 24
undergoing anti-VEGF treatment

sampling from a private ophthalmol
in Melbourne. Patients were surve
Treatment Satisfaction Questionn)
Psychology Research Unit, Surrey,
structured, one-on-one interviews.
burden and satisfaction; tolerability:
motivation; and patient education.
and thematic analysis performed u
Doncaster, Australia). Patients recogr]

Robert P. Fmger, PhD,' Robyn H. Guymer, PhD," Mark C. Gillies, PhD,” Jill E. Keeffe, PAD'

Purpose: To assess the impact of anti-vascular endothelial growth factor (VEGF) treatment in routine
medical practice on vision-related quality of life (VRQoL) in neovascular age-related macular degeneration (AMD).

Design: Prospective case series.

Participants: A total of 169 patients with neovascular AMD undergoing anti-VEGF treatment

Methods: The VRQoL interviews at baseline (n = 169), 6 months (n = 138), and 12 months (n = 120), routine
anti-VEGF treatment with up to monthly follow-ups, and re-treatment as indicated. The Impact of Vision [Bemographic and sccial factors (age, race,
Impaiment (IVl) questionnaire was subjected to Rasch analysis to assess its measurement parformance and i >ducation and 0 oa) and poor patient
generate interval-level estimates of VRQoL at all time points, anchoring the instrument to its baseline mea- Jovicomes. arise when the health of
surement characteristics. Factors associated with a change in reported VAQoL were assessed using generalized Jrers is compromised and inadequate
fingar regression models, oo e oot e o

Main Outcome Measures: The VRQol as measured by the IV| using its 3 subscales: Accessing Information .
Mobility, and Emotional Well-being,

Findings: The mean age was 70 years (+6 years standard deviation [SD); 56% were female. Visual acuity
(VA) improved by @ mean of 8 letters (17 SD). and mean retinal thickness decreased by 87 (+89.7) um with an

Macular Disease
Foudaton Atk
Australia

K\EZUK
SEEBERALNEER

*Department of
Opisinciogy nd

II\
10N

particular interest is the impact of cring -
bople with vision impairment, particularly

with age-related macular degeneration

SR

to preserve eyesight, yet experiend  aemge off 3 ';?zrawr:‘wma:fi m\g‘nf - a
ractical burden from the treatm| 12 monthg ; scCloud’ e e il [ = _—A
cluded testmentrelated amsief  Comvesa Understanding the © pecloudangs e el i e ’\J IE E ﬁ1 | ]ﬂ |:|\ aff ?
transport burden placed on relativ|  Emotonal|  patient’s lived FRl  [ssins oving to the ageing
restricted to sedentary activities change in : (] |[uent burden of this disease ~ N ==
side effects. Patients prioritised tre] :R: tE'it:irm experience of 2 Bs fecmedt 24 Aumet 2015 \ | | z ] N E 1l
travel and social commitments owi Conciyy NEOVAsC ular oS =] E \ [=] \|2
treatment was not received. Whils|  those who age-related macular Pyehology, Healte & Medicine, 2015 ;{ R ~
the current mainstay of treatmg the worse g . Val. 20, No. 3, 296-310, hitp: /dx dei org/10.1080/1 35485062014 936886 o ~ 7 - / . N
ongoing treatment protocolimpos] i the wol degeneration: a AN f N
] 29 qualitative stud = N / Y iy
R ualitative study I~
Patient Preferences ot i 1192581573 180
DO 10.1007540417.015 33840 N ~ y:
JAY =
Neovascular Age-Relat| #= EEVIEWARTICLE Experiences of patients undergoing anti-VEGF treatment f ~I:I Jg i@ *E 1E E
£ B

Purpose In industrialised populations age-
related macular degeneratian (ARMD) is the
leading cause of visual disability of e diderly
Successhul new breatment with anti-endothelial
growth factors for neovascular-classified ARMD
has led fo & divergence in treatment and
experiences of people ARMD. This study aimed
to understand the paricipant’s experience of
neovascular ARMD, including ongoing treatment
with anti-vascular endothelial gmwth fackor.
Methods Twenty-five participants from one
dlinical site were qualitatively interviewed to
elicit their experiences of treatment for
neovascular ARMD.

Results Two major themes were identified
A life negotiated by neovascular ARMD
captures the participants” experience of living|
with the condition and treatment regime for WAMD). n v of patere: experien
neovascnlar ARMD. The sacond major theme] ™ < restmerts, and the it of these rtr
Uncertainty displayed their appraisal of life, | forpatints’ mentil heaith and quality o

neovascular age-related macular degeneration: A systemati

Degeneration

Psychological impact of anti-V)|
degencration—a review

Jessica Boyle*™*, Meri Vukicevic™”, Konstindina Koklanis*® and Catherine Itsig

‘A

“Faculty of Health Sciences. School af Alied Health, Department of Clinical Vision Scien
Lt Troe University, Melboume, Australicc *Eye Surgery Associaies, Cabrini Medical Ce
Malvern, Austrafia; “Depariment of Ophthaimoiogy, K. tdren's Hospisa], Mefbown]
Australia; #Faculty of Healdk Sciences, School of Allied Healtk, Department of Dietetics |
FHhuman Nrition La Trobe University, Mebourne, Australia
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A Discrete Choice Experiment|

Hugo Senra’ - Zaria AR Konstantinos Baluskas? -
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Sabrina Mueler
Eavan Hasanhasi

MSe,! Hansjitrgen Agostini, MD,? Christ
MD,” Thomas Wike, PAD'
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(Resemved 2 February 2014; aecepted 12 June 2014)

Raived: 21 Ot
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T arice b publishal wih opan sccom .

et derspy i slow disese progression i paients with nsvvscala e
eal

Purpose: The objective of our study was to investigal
macular degeneration (NAMD) for different anti-vascular d
Design: We used a discrete choice experiment (DCH
Participants: Patients with nAMD aged at least 50 ¢
Methods: Telephone interviews were done between
Main Outcome Measures: In our DCE suney, we n|
attributes that describe different options in the ews

endothelial growh fctor (VEGE) agent, that begins
phase of four weekly injections followed by reguar
fects of AMD

Abstract
Plu,vmz To revicw the comant it
VEGF treatments for wet a

onthe o mm

posed on patients by e arduous and ofie
which habitually follows a disgnosis of wet AMD. To date, 1o syse
been conducted of research investigating patients’ experiences of anti-VEGF e

Methods We itically aralyzed curent literatre evalug

scheme; (2) change of visual acuity (VA); and (3) time the
Results A total of 284 patients with nAMD with am
the DCE interviews. Of them, 22.9% had poor VA at stug
good VA; VA was not available for 8.1% of the patie
improvement in VA" and “short time per specialist visit."
inconclusive because none of the attribute levels (injec
were associated with statistically significant utility differ
different atfributes in patient decisions: "Change of VA"
73.6% of cases; "waiting, treatment, and travel time"

treatment and their perceived future.
Conclusians Anxieties conceming the
injections, new limitations fo lifestyles, and an
uncertain future all emerged from the data
analysis, However, thankfulness for the
treatment, the importance of Gxmiliar patiems i
treatments and recovery and a guarded
optimism also emerged. Knowledge of the
experiences, anieties and concems of this
patient population can be usad to inform

peyehological impact of ans-VEGF ants for wal
Primzy scarsbes o PubMod, Sieace Dirc. and W

Science were conducted in July and August of X
reviewsd. all papers on the topic published until Auguf
5

Results Our lierature search found 14 papers addressing
peychological impact of anti-VEGF treatments for wAl
Resuls highlighted potental an eties and experinces o
cased by receiving regular intravitreal injoctions. A o
visual outeome of anti-VEGF theray is associated with

tive visorrelated QOL outomes, although such assori

scarch of fie Embase, Medine, PsycINFO and Py
databases was underaken to identify all sudies between Jamsd
per 2013, published in the English langusge and involving hum
arch of an sddtional four joumals wss condicied. Ten aric

e Critical Appreisal Siills Pro Qualitative Rescareh Cheeklist and 1
results synthesised & form 3 namative review. Few studies to date have investgsl
patients” experiences of tr i for AMD, Thew studies have focwsed primarily
patients’ experiences of the injection procedure with respect 1o pain and anxid
Anticipated discomfort is ofien greater fan actusl discomfort experienced duri

“treatment scheme” influenced decision making for atred  dinical prctice and lead to aare, visual acuily. intra-vitreal injection. However, different siges of the mestmont procedure prody
instead of a worsening VA, patients in our study stated  Ewe @015) 3, 1561-156%; doicl 01038 /eye2015.167] litaraure reviewed, pationts receiving anti-VEGF weatny varying lewls of pa
physician visit of 212 hours (8.5 hours for improved ratl]  published online 18 September 2015 showed a preval of depression between 20 and 2

than worsening VA).

Conclusions:

Ophthalmology.

*Supplemental matsrisl is aveilable at www. aacjournal 070,

To prevent deterioration of VA, patie]
treatment burden with regular intravitreal injections at s|
and traveling for their consultations. Ophthalmology 20

Introduction

In industrialised nations age-related macular
degeneration (ARMD) is widely cited as the

Conclusions Although ati-VEGE treatm
aricty m b
in the beginn
a potential be
Further longitudinal and qualitat

ents can cause.
erienced s u stressful svert,
treatment, preliminary findings su
efit for long-erm vis on-elated quality of|
cscarch should b

7 Hugo Sen

cons underlying patent pprefenso
\\r\uglu o i i e o s gt el . g
Whilst these sudies have net been without heir methodological limimtons, ty
provide a platform for further exploration of the patient experience.

words: agerelsied mmeulsr degeneration; wel neovascular
infoction; anti VEGF, trestment paient experionee; sysematic review

intra-vitn

huge sematehotmilonm

It of Husnan Divelopameet, Usivarsiy of Manchesir, Oxibrd

R, Menchter M139PL, UK.

Ty
* “

MenchesierRoyal Eye Honpisl, Manchester, UK
Herict Watt Universy, Ediburgh, UK

completion. nd this concept can entall additional anxicty to
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Step.4-6 : BHEWE - KIERFGZE

Steps 4, 5, & 6: Worksheet of Information, Source, and Method

Information to be collected Source (client, Method (Key Informant
practitioner, other) Interviews, Focus Groups,
Surveys via face-to-face

Step 5 Eﬂ"ﬂ-m;ﬁ interview, telephone interview,

Step 4. FUWEER

— mailed questionnaire, Records)
(BA -~ BEASSEA)

Step 6. A&

(RAREEENR - &BR/VAE - B - BEFAIRG
HFEE - iLifS)
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Father of Modern Medicine

"Listen to your patient,
he is telling you the
diagnosis”

Sir William Osler, MD
(July 12, 1849 — December 29, 1919)

Osler created the first residency program for
specialty training of physicians, and he was the
first to bring medical students out of the lecture
hall for bedside clinical training.
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