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A Review on Palliative Care Research Qutcomes:
Focus on the Quality of Life

In Cheol Hwang, M.D., Ph.D., Hong Yup Ahn, Ph.D.*

Department of Family Medicine, Gachon University Gil Hospital, Incheon,
*Department of Statistics, Dongguk University-Seoul, Seoul, Korea

Over the past several decades, the assessment of quality of life (QoL) has increasingly played a prominent role
in both clinical practice and research regardless of the medical field. Palliative care is defined as an approach that
improves the QoL of patients and their families and optimizing their QoL is the primary goal of palliative care.
However, it is difficult to compare related studies due to several obstacles such as discrepancies in definitions for
palliative medicine, lack of consensus on the central domains and diverse instruments. In this paper, we examined
the current status of and challenges in QoL studies and discussed possible solutions. We are convinced this review
will be helpful for further palliative care studies. (Korean ] Hosp Palliat Care 2012;15:141-146)
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Table 1, Recommended Instruments in Palliative Care Research.

Target Domain Questionnaire
Patient Quality of life EORTIC QLQ-C30 (The European Organization for Research and

Symptom assessment

Performance assessment
Family member/Caregiver  Quality of Life
End-of-life need
Staff/professionals Attitude/motivation/perception/experience

Health care system

Treatment of Cancer Quality of Life Questionnaire)
MQOL (McGill Quality of Life Questionnaire)
SF 36 (Short Form Health Survey)
FACIT-F (Functional Assessment of Chronic Illness Therapy-Fatigue scale)
SEIQoL (Schedule for the Evaluation of Individual Quality of Life)

ESAS
POS

(Edmonton Symptom Assessment system)

(Palliative care Outcome Scale)

MSAS (Memorial Symptom Assessment Scale)

KPS

(Karnofsky Performance Scale)

PPS (Palliative Performance Scale)

CQOL-C (Categiver Quality of Life Index)

Caregiving at Life’s End questionnaire

PCQN-F (Palliative Care Quiz for Nursing into French)
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Figure 1. Points of quality of life

concerns along the breast cancer care

High-risk Breast cancer Long-term survival
women survivors with recurrence
’ Women with Women with .
Healthy Women with newlc))/ dieagnosed eraset canceer‘ Women dying from
women breast abnormalit reast cancer
y breast cancer recurrence breast cance

continuum. DCIS denotes ductal carci-
noma in situ. Source: Ganz PA. Qual-

Diagnostic distress DCIS
(no cancer found)

ity of Life Across the Continuum of
Breast Cancer Care. Breast J 2000;6:
324-30. Copyright (© 1999-2011 John
Wiley & Sons, Inc. Reprinted with
permission of John Wiley & Sons, Inc.



144 % sAmx - A3t gete] R 2012;15(3):141-146

N
=~
ZJ—‘

‘ g.‘ﬁl
lo
)
i)
(¢

g= Rt Aol uf
X el 2 (selection bias)e] @ FE WHe
ZargEol ug e Hanag, 84
Jelell whet 71t X7 @b e d el ol
oF gHtKFigure 1)(20).

® olMel Fg: HARE 2 i BA} 2
o Hal o x& & A2 HlgAY g
Boxuo @ deed dsf o wEete T AHH o

o H FE
> % 2 rlo
>,

o
2 d3Et dde vy dxel Ax ol HAg
o ol ratel o) Aol drht %4sta sl
u X QAbEe] drht thekeiA| o

O 2
T,
o|X
s
N,
bl

st o2l WA olalshe o] Ego
A oleg aa.
D Calman’s gap: T} /‘]F/]ﬂu} AFE A= 1992

d vzd gy S99 v s RS BEAME A
I aEo] e 718 ﬂEt Y oz 2

go] ofd BT wolThe AT A%E BE
sleka. 2, Ag 43 w}a} T B Aole] 4%
o wet 1 Ao} thEn Oz 98 e ARE u
oltgE 1 HEEE @ @ F lem @), ddAdd
IS Eole w8 ZAYA oleld Aol & Eole A
ol aFe] A& FATI= F8 allolgte S A3
of gt}

@ Response shift vs. implicit theories of change: THAJ 41
2R QA A4S ¢ 5] are] A %7}
P& o syl e, AgelA F o250 AdS HF
k& Aol Aol A Aol A2 8dsh 1 Bl
el A2 HrHlS o 35ollen, o A A3
oA EQlo] AR At} st ate] A& B
Zhetetal & wo] Aok 2 Aeldrhe3). olH g
HAFE 11 response shift theoryol| A +(24), Al 7ol A
S5 25 AAEH Agstd AR S
AA 2 g Aol A akel dS 7] w2
o2 9 £ UEEE Aty AWt 39, Im-
plicit theories®l] A1 =(25), RS HA9 HHE g
7198kA] Rota o224 | FHE Veo R #dd
olm, & 50| Aol A Ao 25 =4
g o] 7k dTte Al wEel Aol Fo
o gA Frigts Aotk

3) EAQ7IYH &=

O 2453 24 44 d
8 estelgdolM 2
AF7F A2 B o3

& gAel 540w 9
239 o] FAAsDL oh
i

A%, AZA7 2T AR

£ Algst £AMstd ARd e =2 7heAol
E=TH26). webA £ HA3e B4 0 A imputation

>~ mﬁ
J{N'

L. o] g3 EAE

2 Qe ANGES

simple imputation®} multiple imputation©]

8}, Imputationol] &
At} Simple
1mputamon—4 AZXE 279 Jﬂ*?%,\(tt“ ZA8 g
e BT thAste] o] data set E”‘é el

42 AN At B4 ol B B

g %QN/& o"| _,_E‘:]Q;q oLo]_ —L—ﬁ— -]_ 7@
= EA47F 21th. Multiple imputatione 2t AZX]E ) A
7bedt HERTH FAS FES Tl A

ASA7F et goZ A 7hsste] o 7H9] daa
seto] AAE 4 o} kA o2 3~57]9 data setd
, 2} data setol] tet A AAE At F
=23 Wth27). Multiple imputationS F-2+9]
Ho A9 BHAHo] $Ho wAH
AL U5k B4 A F8 A9

=01, SAA7} &

ot

o oy 4 o
% o |0 M oL
N“HUE?EQL
ﬁrﬂﬂllO—{Ol'

s

2
2
iin)
i
o
H
2
-
ﬁ
=
é

i

o

= o [ O VA
O
ot
ox

— om
e,
_0|£
X
2 5o

y e
¥
X0 ¢
o
d
HU
ft
)
N
1o,

o
,
)

2 3t}

o7 R3o] 241:1: v
’ﬂ;gﬂi, classical test theory
Z A4 (Cronbach’s coefficient a)Z At
< wed gk sAw a4
Fyohe 57, 59 d 2
%% bias = F-&Ho] Bol TAY 1
A

Cla= *é‘r'ir =79 el o

=
o
F o

M

ue) i
rO
ol
‘O‘l
-‘.‘i
_{
g 1o
) ol
l-rl

v ©
e
o

(ol M o

=

> 2
©
=o|1=.

ox B L

= o

i ox

1L )t} Item response theory

1] A A e AEFENA
=
i

[¢]
E}(28) CTT°1 91 $ AR Ee v A AL
&3 5 ole W RTE 249 3ol a7 = 79
™ stell v EEHR E40] 7hssitke Aol 54

3k
® EAA Aol . QA Fol: FARAL ol 83}
o A7F e 34 olfi 1 AHE YAl A
at7] f1golth ofgt B2 AFoA AR AolE
A7 Aolsl Al Aae Bl e,
ael A Qe o) 4wl F8He Adel sulg
AAES AN Pe B Fofrt 2dtho).
- Anchor-based method: Minimal important differences (MID)
B FUAA ARE =Yele, DA FIHE



Uell = A7

- Distribution-based method: &¥}9] A7 &
sl TERAe) Ao e 94ROl s
ofst= BAI7IH

gelelRolA] el A b ANAL Adeln,
DA BE BEEe] FF a9 AT mgol

X

92 U@ ojeel, A7E S FI4 2AL 1
ARES 99 AetE AYS AL, A AT
N AHEHR Y FHE ) A ZPETE F B
9 ol Aol YA gl AGA7te] B =217} 9he]
oF ATk E, Aol APshe Aol AL - wA,
A AL Aa Bedl FAFRAL B - o
g ol Aetn wol=d AR td 4
w3 B es) Holt}

FO
2

el 2A el Ae gl Robg nE

AT BFoIA 2 F8A 0 EﬁH 7k Sl

[
u&i

0%

ol
1 o

L= e R R 2 12 i i =) ) B B P P
A SEo R FoHn, 159 a9 A o] st
g8 7P T8 Hxolnt shAHh, o] FAQl 9,
AFE] B3], =79 A Tor Qe A3t
" w7} ofe& Aotk £ e AF7A 9] AT
saku BAZ, 2eln 2 A e =ols) Bk
o, g2 gslojg ol Ao =go| HEet gl
=

s st BTl Ao i AE:

of4
>
rn
(=)
e

stolg, A7t atel A

il

I o2 3

MO

1. Higginson IJ, Carr AJ. Measuring quality of life: Using quality of
life measures in the clinical setting. BMJ 2001;322:1297-300.

2. World Health Organization. WHO definition of palliative care
[Internet}]. Geneva: World Health Organization, ¢2012. {cited
2012 May 22}. Available from: http://www.who.int/cancer/palliative/
definition/en/.

3. American Society of Clinical Oncology. Outcomes of cancer treat-
ment for technology assessment and cancer treatment guidelines.
J Clin Oncol 1996;14:671-9.

sel e FHow 145

4. Buchanan DR, OMara AM, Kelaghan JW, Minasian LM.
Quality-of-life assessment in the symptom management trials of
the National Cancer Institute-supported Community Clinical On-
cology Program. J Clin Oncol 2005;23:591-8.

5. Siddiqui F, Kachnic LA, Movsas B. Quality-of-life outcomes in
oncology. Hematol Oncol Clin North Am 2006;20:165-85.

6. Hui D, Parsons HA, Damani S, Fulton S, Liu J, Evans A, et al.
Quantity, design, and scope of the palliative oncology literature.
Oncologist 2011;16:694-703.

7. Pastrana T, Jiinger S, Ostgathe C, Elsner F, Radbruch L. A
matter of definition--key elements identified in a discourse analysis
of definitions of palliative care. Palliat Med 2008;22:222-32.

8. American Academy of Hospice and Palliative Medicine, Center to
Advance Palliative Care, Hospice and Palliative Nurses Associa-
tion, Last Acts Partnership, National Hospice and Palliative Care
Organization. National Consensus Project for Quality Palliative
Care: Clinical Practice Guidelines for quality palliative care, execu-
tive summary. J Palliat Med 2004;7:611-27.

9. Mularski RA, Curtis JR, Billings JA, Burt R, Byock I, Fuhrman
C, et al. Proposed quality measures for palliative care in the
critically ill: a consensus from the Robert Wood Johnson Foun-
dation Critical Care Workgroup. Crit Care Med 2006;34(11
Suppl):S404-11.

10. Miyashita M, Nakamura A, Morita T, Bito S. Identification of
quality indicators of end-of-life cancer care from medical chart
review using a modified Delphi method in Japan. Am ] Hosp
Palliat Care 2008;25:33-8.

11. Seow H, Snyder CF, Shugarman LR, Mularski RA, Kutner JS,
Lotrenz KA, et al. Developing quality indicators for cancer
end-of-life care: proceedings from a national symposium. Cancer
2009;115:3820-9.

12. Pastrana T, Radbruch L, Nauck F, Hover G, Fegg M, Pestinger
M, et al. Outcome indicators in palliative care--how to assess
quality and success. Focus group and nominal group technique in
Germany. Support Care Cancer 2010;18:859-68.

13. Stiel S, Pastrana T, Balzer C, Elsner F, Ostgathe C, Radbruch L.
Outcome assessment instruments in palliative and hospice care-a
review of the literature. Support Care Cancer 2012. Epub 2012
Mar 13.

14. Beller E, Tattersall M, Lumley T, Levi J, Dalley D, Olver I, et al.
Improved quality of life with megestrol acetate in patients with
endocrine-insensitive advanced cancer: a randomised placebo-cont-
rolled trial. Australasian Megestrol Acetate Cooperative Study
Group. Ann Oncol 1997;8:277-83.

15. Detmar SB, Aaronson NK, Wever LD, Muller M, Schornagel JH.
How are you feeling? Who wants to know? Patients' and
oncologists' preferences for discussing health-related quality-of-life
issues. J Clin Oncol 2000;18:3295-301.

16. Detmar SB, Muller MJ, Schornagel JH, Wever LD, Aaronson NK.
Health-related quality-of-life assessments and patient-physician com-
munication: a randomized controlled trial. JAMA 2002;288:3027-



17.

18.

19.

20.

21.

22.

146 3+ sAmx - A3t gete] R 2012;15(3):141-146

34.

Velikova G, Booth L, Smith AB, Brown PM, Lynch P, Brown
JM, et al. Measuring quality of life in routine oncology practice
improves communication and patient well-being: a randomized
controlled trial. J Clin Oncol 2004;22:714-24.

Mularski RA, Rosenfeld K, Coons SJ, Dueck A, Cella D, Feuer
DJ, et al. Measuring outcomes in randomized prospective trials in
palliative care. J Pain Symptom Manage 2007;34(1 Suppl):S7-S19.
Aktas A, Walsh D, Rybicki L. Symptom clusters: myth or reality?
Palliat Med 2010;24:373-85.

Ganz PA. Quality of life across the continuum of breast cancer
care. Breast J 2000;6:324-30.

Medvec VH, Madey SF, Gilovich T. When less is more: counter-
factual thinking and satisfaction among Olympic medalists. ] Pers
Soc Psychol 1995;69:603-10.

Calman KC. Quality of life in cancer patients--an hypothesis. J
Med Ethics 1984;10:124-7.

23.

24.

25.

26.

27.

28.

29.

Postulart D, Adang EM. Response shift and adaptation in chroni-
cally ill patients. Med Decis Making 2000;20:186-93.

Schwartz CE, Sprangers MA. Methodological approaches for asse-
ssing response shift in longitudinal health-related quality-of-life
research. Soc Sci Med 1999:48:1531-48.

Norman G. Hi! How are you? Response shift, implicit theories
and differing epistemologies. Qual Life Res 2003;12:239-49.
Sales AE, Plomondon ME, Magid DJ, Spertus JA, Rumsfeld JS.
Assessing response bias from missing quality of life data: the
Heckman method. Health Qual Life Outcomes 2004;2:49.
Rubin DB. Multiple imputation after 18+ years. ] Am Stat Assoc
1996;91:473-89.

Hambleton RK, Swaminathan H, Rogers HJ. Fundamentals of
item response theory. Newbury Park:Sage publications;1991.
Wyrwich KW, Bullinger M, Aaronson N, Hays RD, Patrick DL,
Symonds T, et al. Estimating clinically significant differences in
quality of life outcomes. Qual Life Res 2005;14:285-95.



