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Objective. To highlight the opportunities and challenges of developing and implementing performance outcome mea-
sures in rheumatology for accountability purposes.

Methods. We constructed a hypothetical performance outcome measure to demonstrate the benefits and challenges of
designing quality measures that assess patient outcomes. We defined the data source, measure cohort, reporting
period, period at risk, measure outcome, outcome attribution, risk adjustment, reliability and validity, and reporting
approach. We discussed outcome measure challenges specific to rheumatology and to fields where patients have pre-
dominantly chronic, complex, ambulatory care-sensitive conditions.

Results. Our hypothetical outcome measure was a measure of rheumatoid arthritis disease activity intended for evalu-
ating Accountable Care Organization performance. We summarized the components, benefits, challenges, and trade-
offs between feasibility and usability. We highlighted how different measure applications, such as for rapid cycle
quality improvement efforts versus pay for performance programs, require different approaches to measure develop-
ment and testing. We provided a summary table of key take-home points for clinicians and policymakers.

Conclusion. Performance outcome measures are coming to rheumatology, and the most effective and meaningful mea-
sures can only be created through the close collaboration of patients, providers, measure developers, and
policymakers. This study provides an overview of key issues and is intended to stimulate a productive dialogue
between patients, practitioners, insurers, and government agencies regarding optimal performance outcome measure
development.

Introduction care, outcome measures evaluate the results of care and
Standardized assessment of health care outcomes for are therefore considered the most valid metrics for mea-
accountability purposes is a national priority. In contrast suring and comparing clinical care, driving quality and

to assessments of health care structure or processes of outcome improvement, and potentially increasing
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Significance & Innovations

e This study highlights the current focus on out-
comes measurement in medicine.

e We discuss the challenges and opportunities
associated with developing and implementing
outcome quality measures intended for assessing
provider performance in rheumatology.

e The differences between outcome measures
intended for use in clinical trials and those spe-
cified and suitable for accountability purposes
are explored.

provider and health system accountability (Figure 1).
Despite controversies and challenges, public reporting of
performance outcome measures (POMs; measures used to
assess performance of the health care system or its
constituents) is associated with improvements in clinical
outcomes. Examples include declines in mortality after
coronary artery bypass surgery (1), central line—associated
bloodstream infections (2), and hospital mortality and
readmissions following acute myocardial infarction, con-
gestive heart failure, and pneumonia (3-5). These
successes, along with process measure limitations, such
as their lack of concordance with patient outcomes (6),
have reinforced a national shift toward outcome measure-
ment (7). As theumatologists are increasingly impacted by
outcome measures (8,9), it is important to demystify these
complex metrics for practicing clinicians.

Few validated POMs are integrated into routine clinical
practice, and most evaluate either acute episodic care or
surgical procedures and are not applicable to rheumatolo-
gists. The application of outcome measures to chronic dis-
ease care, which is characteristic of rheumatology,
involves greater methodologic complexity. The goal of
this study was to highlight the opportunities and
challenges of developing and implementing POMs in
rheumatology in order to improve outcomes of patients
with rheumatic diseases. It is our hope that we will stimu-
late a dialogue between practitioners, insurers, and gov-
ernment agencies.

What are POMs?

POMs are metrics used to evaluate the quality of health
care (“performance”) delivered by an individual
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physician, group practice, hospital, or other provider.
They encompass patient outcomes attributable to that pro-
vider and enable valid comparisons across providers or
with an established benchmark. They include assessments
of patient experience, symptoms, function, clinical
events, or even costs. An example of an outcome after hos-
pital discharge is mortality; a corresponding outcome
measure might be hospital-level mortality rates within 30
days of admission. An example of an outcome following
outpatient knee osteoarthritis care might be a patient’s
pain level; a corresponding outcome measure might assess
patients’ average pain rating during a defined period.
Below we “build” a hypothetical POM in order to define
each measure component and review the associated
benefits and challenges; key points are shown in Table 1.

Why measure outcomes?

The greatest advantage of measuring outcomes is they cap-
ture what matters most to patients and clinicians, includ-
ing patients’ health status and experiences within the
health care system. They also capture the downstream
effects of care processes, some of which are difficult to
directly measure (10). Measuring outcomes can often
make transparent those aspects of the patient experience
that may be less visible to providers. For example, asking
a patient with rheumatoid arthritis (RA) how they are
doing may under- or overestimate disease activity; hence
the need for standardized disease activity assessments to
inform treat-to-target strategies. Unlike process measures,
POMs do not offer a roadmap for improving care or list the
actions required to improve outcomes. Therefore, they do
not supplant process measures. POMs are primarily

* Assess attributes of care setting
(e.g., resources, facilities,
equipment personnel)

Structure
Measures

Process
Measures

* Assess processes of care
(e.g., whether ‘good’ medical
care has been performed)

* Assess effects of care structures
and processes on health status of
patients and populations

Outcome
Measures

Figure 1. Review of structure, process, and outcome quality
measures. Structure measures define the presence or absence of
specific care resources or qualifications; process measures eval-
uate whether guideline-concordant or best practice care has
been provided. Outcome measures assess the downstream effect
of care structures and processes on the health status of patients
and populations. All 3 kinds of quality measures can be used
for accountability purposes (e.g., in public reporting or pay for
performance programs).
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Table 1. Key take-home points regarding performance outcome measures (POMs) in rheumatology

What are POMs?
Why measure outcomes?

What are the key
requirements and trade-
offs in developing rheu-
matology POMs?

matic diseases.

purpose and audience.

What POMs exist in
rheumatology?
What lies ahead?

policymakers.

POMs are formal tools allowing scientifically valid comparisons of quality of care across
providers or to an established benchmark.

POMs aim to assess what matters most to patients and clinicians and capture the downstream
effects of health care processes.

Data source: data used to create and report POMs must balance the benefits of detailed,
reproducible information with the burden of data collection.

Measure cohort (denominator): the measure cohort for POMs should accurately and reliably
capture the population of interest.

Reporting period: the reporting period for POMs should consider the measurement goal (e.g.,
short-term quality improvements or pay for performance).

Period at risk: the period at risk for POMs should reflect a standard timeframe during which
it is reasonable to attribute outcomes to the measured provider or group.

Measure outcome: the measure outcome for POMs should be unambiguous, be feasible to
collect and report, provide meaningful information to providers and patients, and represent
an outcome influenced by the health care system or providers being assessed.

Outcome attribution: the results of POMs should be attributed to the entity most responsible
for patient care, while simultaneously recognizing minimum sample sizes needed for stable
performance estimates and the multidisciplinary care required for complex chronic rheu-

Risk adjustment: risk adjustment of POMs is critical to ensuring that providers are not
penalized for caring for patients at greater risk.

Reliability and validity testing: POMs should be created from valid, reproducible data and
tested to ensure they produce reliable and valid results.

Implementation and results reporting: reporting of POMs should consider their primary

There are no existing National Quality Forum—endorsed national POMs suitable for the
majority of rheumatologists’ patients.

POMs are here to stay, and the most effective and meaningful measures can only be created
through the close collaboration of patients, providers, measure developers, and

developed for public reporting and accountability
purposes, to inform and drive quality improvement.

What are the key requirements and tradeoffs in
developing rheumatology POMs?

In order to illustrate the methods, benefits, and challenges of
measuring outcomes among patients with chronic illness,
we created a hypothetical POM of RA disease activity using
electronic health record (EHR) data. We considered each
component of this example, i.e., data source, measure
cohort, reporting period, period at risk, measure outcome,
outcome attribution, risk adjustment, reliability and valid-
ity, and reporting (Table 2). We used terminology consistent
with the American Heart Association’s published outcome
measure guidance (11), tailored for rheumatology.

Data source. Existing POMs use many data sources,
including administrative claims, clinical registries,
patient surveys, or EHR data. Each data source offers its
own balance between the detail of information captured
and the cost and burden of both initial and ongoing data
collection. POMs bring an additional challenge of central-
izing data to allow for risk adjustment of patient case mix.
Our EHR measure of RA disease activity would require
that all measured providers capture and export sufficient
information to identify patients with RA, assess their dis-
ease activity level, and adjust for disease severity, as
explained below.

Measure cohort. The measure cohort for any outcome
measure consists of patients for whom the outcome will
be measured; some measures label this the denominator.
To ensure measurement is comprehensive and representa-
tive, the cohort should be clearly defined using reliably
captured data and include all eligible patients with the
relevant condition within a specified time period. For our
hypothetical RA disease activity POM, the measure cohort
might include all patients with RA in an Accountable
Care Organization (ACO) as defined by the presence of a
single rheumatologist visit coded for RA within a speci-
fied timeframe. This approach offers the ease of using
claims data to identify the cohort and the specificity of a
rheumatologist’s (versus non-rheumatologist’s) diagnosis
of RA. However, this approach might identify patients
with suspected RA who are subsequently determined to
have another diagnosis or miss patients with RA who are
not seeing a rheumatologist. Administrative claims codes
minimize additional data collection burden, but are a lim-
ited reflection of patients’ health status.

Reporting period. To identify the measure cohort, the
time period for cohort eligibility (reporting period) must
be specified. The key tradeoff in choosing the reporting
period is that of timeliness (i.e., how current the data are)
versus precision. Shorter reporting periods (e.g., 3
months) capture more recent outcomes, allowing for more
rapid detection of short-term improvements, but include
fewer outcome events and therefore less precision. Longer



1393

Rheumatology Outcome Measures White Paper

(penunuod)
“JusLImd
SS9 YONUI U0 dIe BT}
BJEP OpPN[OUI N ‘SJUSAD SWOD
-no arow pue syusTjed arowr
Jo wotsnpout mofe spotad
198U0[ {SJUSAD SWO0IINO JOMB]
nq ‘syuswrosordw ULI}-}I0T[S
Jo uonoejep pider arouwr 10§
mofre sporad Suntodear my10yg
‘potrad JUSUIAINSEBAW I9}I0T[S
B 1M paredwod (SjuawaIdep
I10) syuawaAoxdurr
Ayirenb a1040 pider o0} eanyts
-uas Se 9q JOU [[IM JNq ‘S}MSal
INOdJ @1qels pue asmaid arow
9I0JOIOY[} PUE SOSED SIOUI I9JJO
spotrad juswraInseawr 108U0T
"JUSWAINSEOUW UT 9ST I0]
ajerrdordde Ajrenbe are yHH
a1} UT BIEP [BOTUI[D [[B JOU
pue ‘s3s00 juorydn jueoygrusts
armbar jnq ‘eyep [eoruro dur
-109][0D I0] SWSTUBYDOU ULIA)
-3uo 19jj0 AvWI SYHH ‘BIRP
ST} SuT}0a[0d JO UBPINg puL
53500 o1} pue syuanjed o[qIdi[e
Surjryuepr 10j o[qe[IEAE BED
[eDTUT[O JO JUNOUIR PUE [IB}aP
91} W9AM)a(q JJOOPRI)} B ST IOT],
‘JuswaInseaw Ayenb
10§ arerrdordde soseo Ajrjuapt
-19A0/-19pun Aewr sasodind
[oIeasal 10J VY Yim syustjed
AJr)uept 0} pasn BLIDIIY
‘(mofeq 99s) Jusunsn(pe
ysu eyenbape 10y mof[e
0} ‘A}1I9A8S pUR TOTIRIND
9SBASIP SB [ONS ‘SI0JOB] YSTI
Koy armyden se [[am se pains
-BOWI 9( 0] SAWO0INO ITAT}
pue syuenied Ajmuept Afejer
-NDJE 0} PAaU PalILI[0d BB

aInseour

1ea-¢ Surpjo1 e Suronp
-o1d ‘1eaA yoee pejepdn
pue 1 Arenue( Sunieys

potrad juow-g¢ y

potrad

JUOWOINSEIU YIUOW
-9¢ UM VY 10] JISTA
Ppapoo-1sTSojojewmayI B
im donoerd s zepraord

ur vy qim syuened [y

ejep Surq

dATIEIISTUTWIPR pue YHH

(Wod

a1} jo uotstald a1y

syoeduwr yorym) painy

-deo are sjuens Auewr

MOT] T}IM BIE BIEp o1}
JUSIIND MOY 80UB[R( ISOA

sorgoId YSLI Iefrurs
m syuenjed urmydes
UHM JUOWIOINSEa T
aArsuayarduroo pue
Ay1ATSTI[OUT 90URTR] ISNA]

Ariqonpoider
pUE [[e19p JUSIOYINS
M TOoTIO8T[0D

JO 9seo 9dUB[R] ISOA

Ay1[1qI81e 110109
10y porrad ouur],

1saIejur
JO aw02INOo
9} I0] passosse
pue aInseaur ut
pepniout sjustied

S}[NsaI 8INSEaW
1]} 9JB[NO[ED
0} pasn eje(

potrad Suniodey

JI0Y4O0D aInseajN

90Inos ele(

SUONBIIPISUOD
[euonippy

apdurexa WO A)1anoe
aseasIp VY [eonaylodAg

sansst A3y

uonIuIya(

Jusuoduroo
aINSeaN

«ASo[ojewnayx 10y sanssi A9y pue sjusuoduwod NOJ

‘2 9qRL




Suter et al

1394

(penunuo)
Kehich}
PeIBUIPIO0D ‘DATIBIOCR[[0D OZT
-AT)U9DUT SEB [[9M SB (uoTstoard
JUSWIAINSBOW SN[} PUR) oUIM
-10A oseo 10)e0Id apraoid yjoq
ued Anue ofqisuodsar 1e81e|
B JO [9A8] 81} 0} BjRp SUl
-1e80133e ‘eoururIojIad I0pIA
-o1d 10 uwerorsAyd ysmsumnsip
0] }NOTJIP T OBUI BT} SAZIS
a[dures Ja[[ews Aq pojyrwl]
uayjo st sueIsAyd [enpia
-IpUT 0} SAUWODINO JO UOTINALINY
‘awroojno joedurr
A[njSurueawr 0} a[qe oq
pInoys a[qisuodsal pray Ajnpuy
‘aA0qE
POJOU SB 9UIOIINO SINSBOUT
9)BINO[BD 0] PASN SJUSMUSSISSE
JO sIaquinu uo paseq AI[Iqe
-11eA 0} 109[qns Inq VY M
syuanjed Ul AJTATIOR BSBOSTP
Ul SUOTIEN}ON[j saSpaymomydy
‘pourad st}
Surmp [eas] A}IATIOR 9sBASTD
[ENJOB ITOT[} jRWIT}SAIOpPUN
10 -19A0 AewI 98eI9AR ST} INq
‘porrad Aep-081 oY} I0] 81008
I181]} 91B[NOTED 0} paderase
9 PINOJ 1B} SIUSUISSOSSE
A)1ATIOR 9SBASIp 7 OABRY] [[IM
I9)E[ STJUOWI { PUE DUI[ISE(
e uees juaTied e senuod uy
“I9}UNOOUS [BT)TUT BY[} JB SUOTS
-109P JUAUIEDI) JO J NSOl B SB
1Moo JBT) SaSueTD 109]jAI JoU
AewI pUB JUOUISSASSE AUO ATUO
uo paseq aq [[IM 90UO0 ATUO
uoeas syuenjed 10} s9100s A)1
-AT)OB 9SBASIP {S]UAUISSOSSE JO
Aouanbayy Aq peyoedur aq Aejy
“Juata
-$$9SSBAI 10] WINjal 0} jusnjed
pUE 109]J8 oE} 0} JUaW
-jean} q1oq 1oy Ayrunjroddo
Mmof[e 0} ySnous Suo[ aq p[noys

SOOV

0} poInqLIje auwosInQ

UOTSSTWAI Ul
sAep jo Tequnu oSeIoA®

PaISn(pe-YSH [948[-0DV

potrad

JUOWISINSEA [JUOT

-9€ UMM VY 10] JISTA

papoo-istSojorewmayx
)s1j woxj sAep 081

seouanbasuoo
popueluIUN IO IOTABYA(Q
[yurey urSemooua
proae pue ayerrd
-oxdde se Ajiqisuodsax

pareys oziseydwe prnoysg

SuoT}OR
1ep1aoxd Aq peousnpjur
aIed Jo seousradxe
jusnjed 10 sewI00INO
[} Ul UOTJELIBA [N

-Surueewr seanydeo A[eap]

SASBASTP DTUOIYD
I0j s9)ep pus pue
jreys ojerrdordde augep
0} Surdus[[eyd nq
‘SBI PIOAE 0} SUIBIJOWIT)

pIepue)s aq 1SN

J[NS8I SINSBOUI I0]
a[qrsuodsar prey
Anue seyentpuy

samjdeo
aInseau o1f} JBT[}
9UIODINO [BOTUI[D

Ppossosse ST
(£&31aT)0E BSBASIP
vy ‘ordurexa
INO Ur) }SaIejur
JO aurooIno
yorgm Jutmnp
potrad dnmofjo,g

UoTINQII}E dUWI0INQ

9UWIODOINO |INSeaN

MSII J& poLag

SUONBIIPISUOD
[euonIppy

apdurexa WO A)1anoe
aseasIp VY [eonayjodiyg

SanssI Ad)]

uonIUya(

Jusuoduwron
aInseag

(p#uoD) 'z 9[qelL




1395

Rheumatology Outcome Measures White Paper

‘Snap onewmeyIniue SUIAJIpow-aseasIp = (YVINJ {UOTIeZIUESI) 8Ie) 9](BIUN0IIY = ODV ‘PI0IDI H[BAY DTUOIDO[D = WYHH STILIYME PIOJRWNOYI = Yy (OINSEauW awo0dno soueuiojiod = NOJ

‘[e08 8IBD B](EUOSESI B $)09]jI
JeT]} YIRUWIOUSq paulop
-SNSTASTWOD B 9]BAID PTNOD
syradxa [eoTuI ‘A[OANBUIONY
"pIepue)s STy} JsureSe
YIewWTOUaq 0} S[qesTAPE aq
jou AW )T ‘[[BISBAO 9OUBULIOJ
-1od 100d Sunensuowsp ‘mog
KI9A ST 98eIoAR TRUOTIRU O]} JT
‘yoeoxdde
I9}0 IO [BAIS)UT 9OUBP
-guoo e Sursn ajewnsa jurod
jey} Surpunoimns Ajurensoun
a1y} Jo JuowIssasse ue apraoxd
0} yueyrodur aq Aeur )1 ‘AT
-uonyippe ‘eoueuriojred OOV
Jo eyewunsa jurod e st sAep
UOTSSTWIAI JO I9qUUINU 9FRIOAR O],
*AT3s00 pue Surdusyeyo
aq ueo juaumsn(pe YSu 10§
UOTJRZI[RIJUSD BJBP PUR SYHH
WOIj UOT}OBIIXO BJEP ULIO]
-TUN JNq ‘TOTJRULIOJUT Pa[Te}ap
ATTeOTUT[D JO 92INOS YOI B
apraoid A[[eon}aioay} elep YHHA
*9[qeUOT}OR
pue sjyustied pue suer
-IuI[d 0} [NjSUTUBLW )0 BIL
S}[Nsal aInsua 0} pIengajes
jueyrodur we epraoxd [[im
K)TpI[EA 9DBJ OINSEAUI SSOSSE
0} snsuasuod }1adxa jo as)

‘Ayirenb
a1en 1aptaoid o} pajefarun
S}[NSAI SINSEAWI UT UOTJRIIBA
JTWT] [[IM SJUSUISSOSSE AJTATIOR
9SBASIP POZIPIBPUEIS JO 9S[)
"UonEOIPA (Y VINQ 218001q
-uou snsIaA 0180701q 0]
Sunsn(pe ‘ejdurexe 10y @010yD
Topraord 199[jaI 1B} SOTISIIO}
-DRIRT[D I0/PUE SOT)STIA}ORIBYD
1opraoad 1oy Sunsnlpe proay

aeIane

[PUOTJRU 8]} 0} UOS
-tredwon ur uorssTWAI
ur sAep jo Iaquinu agde
-I9AR PAAISSqoO pajsnipe

SSU [9A9]-0DV Wodey

£rprrea

9DBJ AINSEAUI SSASSE 0}
yoeoxdde paseq—snsuoes
-uod Jadxe pue A)anoe
aseasIp Sulmseaw 10§

jusurnaisutr pajeprjeA as)

spotjew paydesoe
Sutsn symsar ains

-BaWI JO AITIQRI[I }S9)a1
—)S9) DUTWIEXD {S)USWT
-ae BIEp YHA Sunoenxe
pue Surugep 10y

soyoeordde prepuels as()

Ay1anoe aseasIp VY M
PajeIdDOSSE 81k JBY]) SOT)ST
-I9]0BIRYD Emﬁm& 19110
pue s8nIPIqIowod [ed

-TUID JUBAS[AI I0] ISPy

uorstoard [eoT)sTie)s pue
‘$)[NSOI BINSEaW JO AT
-Tiqesn pue ‘Ayiqelaad
-I9JUT ‘UOTIID[[0D BIBP

Jo A1[1qISesj eoUR[Rq JSTA

JUSTISSISSE 9IUBULIO]
-1ad nySurueew apraoxd
0} INSEAW B1]} I0J I9PIO0
Ul JUSJU0D PAPUS)UT o1}

9JBOIPUT }SNU S} NSAT

pue muQQGOQEOU 8INSeLaN

JuaMISSasse sourUIIOfIad
[nySuruesw apraoid oy
9INSEAWI BY[} J0J I9PIO UT
siopraoid pue syusnjed
SSOIOB UOTJEULIOJUT

QuIeS OY[} 9JBOIPUT PUE
arqronpoidar aq jsnw

Sjuauo duwoo 2INSeaJN

aoueuriojrod

Tepraoxd jou Inq
‘9UIODINO AINSEIW O}
IIM POIBIJOSSE SA[qe
-1IBA YSUI [9Ad[-Juanied

10J JUNO092E A[BOPI PINOYS

aoueIpnNe
jo81e} 0} papia
-01d a1e symsox
pue pejemores

ST BINSBOW MOL]

Surueawr
pepua)ur Ire1)
joa7je1 A1) aIns
-BOWI JO S)[NSaI
pue sjusuodurod

YoIyMm 0} 99138

a[qonpoidar
aIe oIns

-BOUI JO S}[NSAI
pue syueuodurod

yoryMm o} 9a1deg

XTUL 9SeD
juenjed ur seous
-IofjIp 10 uon

-DAII0D [BONISTIBIS

Sunaodaz symsax
pue uonejuswajdury

Sunse) LIpIreA

Sunse) AIIqeray

jyueumsn(pe ysry

SUONEIIPISUOD
[euonippy

apdurexa WO A)1anoe

aseasIp VY [eonaylodAg

sanssI Ad)[

uonIIya(

jusuodurod
aInsea

(p.1uo)) 'z d[qel




Suter et al

1396

‘Surdewr 90UBRUOSAI O1}OUSEUW = YA SaINseaw awod)no aoueurojrad = SINOJ «

(peq Iou pood 1e1jteu
ST SWI0DINO [BOTUID WoLj pajeredes
1500 y31y) jeadiejur 0} moy Ie9[OU()

axeo ajerrdorddeur
se [[om se ajeridordde asearoap Ay

aIed [eorul[d jo Ayenb
noqe uotjewroyur aptaoid jou o(g
Iepraoxd [enprarpur
0} enqunie o} Surus{[eyd J1 Sunyew
‘s1030e] AuBW AQ peouenyur aq AN
souemIojIad 9jEWTISO ATojRINOIIE
0} }NOLJIp M Sunyew ‘arel aq AeJy
UOT}08[[0D BIEP JO USPING O[BLIBA
SjuaTUINISUT
I9MaU J0J O[R[IBAR SOSBASIP OTJRWI
-NBYI UT BJEP SSoUaATsuodsal pajruary
symsax
aouewIojIod a[geI[aIUN UT SUT)NSAI
Arrenuejod “Ajfiqronporda a{qerrep
UOT}OL[[0D BIEP JO UOPINQ S[qRLIBA
SOINOUI SSOIJB S)[NSOI JUS)STS
-u0d augep 03 Sur)sa) [RUOTIPPE I0 OLI
-jour )soq SurpreSal snswasu0d I9T}I0
Surrmbear syuswnysut refrurs oydnny
synsax
aouewIo}jrad oqeI[aIUN UT SUT)NSol
Arenusjod ‘Aiqonpordar sjqetrep

s1ap1aoid 10 syuenied
0} SoUWI0DINO [NSuUTUBSW J09joI J0U ABJA
s10joe} Auew Aq peouenfjuy

(3s09/A311END) ONfEA BIED
ojur JySIsur 19jjo Aew
SINOd [BoTUI[d qim 8s(y

Kouerotye

aTed ITRaY oAoxduir

0] 8IeD JUBPIODIUOD
-ourpepIng saziseyduwy

$OUI00INO
pasjuao-juaned jussardey

S9UIODTNO

9SIOAPE SNOTLIAS JUISAT

-dex Aot} @018e A[[ENSN
siopraoid pue syuened

$OUI0DINO
pasjuan-juanied jussaidey

S9UI0DINO [BOTUI[D
ura)-Suo] pasoxdur
M POJeIDOSSE
U8}JO AIE SJUSUISSASSE
U0 $9I100S I9)}ag

SJUAUISSOSSE IOT}0 URT[)
pazipiepue)s/painjdeo
Aq1ses a10w us)jQ

a1ed jo epostde 9)010sTp B SULMP UOTIBZI[N 90INOSAY

ured yoeq mo[ 9inoe ur TYIA jo asn ajerrdorddy
UOTIEDTUNTUITIO)

aIeD JO SSAUT[AWIL],

aIEd 0] SS90y

sarnyjoeyy Ajrsery
suotjoajur onstunyzoddQ
SJUOAD SNIP 9SIOAPY

JuauIssasse [euonounj pue a[goid i[eay Wel-67 (SINONUJ) WeISAS

UOTJRULIOJU] JUSTISINSES]A] S8W00INQ payioday-jusne
aTeos So[eue [ensIA ured
juswIssasse [eqo[S JuaTR

JUowISSasse [BqO[S UBIIISAYJ
snje}s [euon}oun

Ay1aT308 9SBASI(]

junoo jurol epua],

junoo jurol wefomg

[9AS] 9}eIN WINISG

saTpnys juewerduwion

JuewIIpes ATRULIN 9ATIOY

9)BI UOT)BJUSWIPOS 9}AD0IYIAIY
[eA8] urejord 8AT}OBAI-D

150D

Kouotonjq

aIed YIIMm aouerradxy

Kyoyeg

sow02Ino payodar-juaned

sauI00)No pojrodaI-ueIOISAYJ

SOUIOD]NO IJeTPpOaULId}U]

sirepid renuajog

s)jauaq [erjualo

sajdurexy

sa11053)eD UI0DINQ

+SINOd £Sojojewnaya o) jueasfal sauwrodino jo s[rejiid pue sygauaq fenuajod pue sajdwrexy ‘¢ ajqe],




Rheumatology Outcome Measures White Paper

1397

reporting periods (e.g., 1 or more years) allow inclusion of
more patients and more outcome events, but include data
that are often much less current.

Ultimately, the reporting period depends on the number
of measured patients and outcome events and the
intended use of the measure. Our RA disease activity
POM might capture patients seen in the outpatient setting
during a 36-month period and we might update the results
each year, producing a rolling 3-year measure. Such a
measure might be appropriate for public reporting if it
captures sufficient numbers of eligible patients to provide
an accurate and precise estimate of an ACO’s patients’
outcomes. However, it may not be useful for assessing the
impact of local quality improvement efforts because it
would be difficult to detect short-term changes in
performance.

Period at risk. Distinct from the reporting period,
which helps define the denominator, the period at risk is
the followup period during which the outcome of interest
is expected to occur and can be detected; it defines the
period of time for assessing the outcome for the measure
numerator. To be reliably reproduced and compared
across providers, there must be a clearly defined and con-
sistent period at risk. Though outcome events may occur
outside this period, the period is typically chosen to
include the time of greatest risk and attribution. Chronic
diseases present a challenge because the date of their
onset is often unclear, so it is difficult to know when to
start the period at risk. For our RA disease activity POM,
we could anchor the period at risk to an outpatient rheu-
matology visit. Measurement would then start on the date
of the first RA-coded outpatient visit with a rheumatolo-
gist in the 36-month reporting period. This has the advan-
tage of linking the start of measurement to a date when the
provider had an opportunity to assess and influence
patient health.

To eliminate the potential for detecting differences in
outcomes that do not reflect care quality, the period at risk
should be a standard time period. For our measure, we
define the period at risk to be 180 days from that initial
visit. If the period at risk were defined as the intervening
time between RA-related visits, physicians who see
patients with RA more frequently would have a shorter
period in which to achieve an optimal measure outcome,
resulting in measure results that may not reflect care qual-
ity. The period at risk should consider the intervals at
which data are collected (e.g., frequency of disease activ-
ity assessments) and the relationship between providers’
actions and the outcome (e.g., it is difficult for a provider
to influence patient outcomes if that patient is not seen for
an extended period).

Measure outcome. POMs typically capture clinical out-
comes. The measure outcome (numerator) should be
unambiguous, be feasible to collect and report, provide
meaningful information to providers and patients, and be
influenced by the health care system or the providers
being assessed. The measure outcome could be a desirable
event, such as achievement of remission, or an adverse
event, such as death or infection; it could capture a

measured health state, such as pain or functional status,
or it could assess the cost of a defined episode of care.
POMs should be distinguished from other “outcome
measures,” such as the standardized clinical and radio-
graphic assessments developed or validated by Outcome
Measures in Rheumatology or other organizations, which
are used to evaluate therapeutic interventions in random-
ized clinical trials but do not include the specifications
required for performance reporting (e.g., a defined report-
ing period and case mix adjustment). However, these stan-
dardized assessments are critical components of POMs
because they are often used to define part of the measure
outcome.

“Intermediate” clinical outcome measures refer to
interim assessments instead of the ultimate outcome we
are trying to achieve (or avoid) with treatment.
Inflammatory marker values are examples of intermediate
outcomes; abnormal results are often influenced by clini-
cal care, but most rheumatologists and patients would
agree that they lack specificity when examined in isola-
tion and assess only a limited spectrum of an RA patient’s
health state (Table 3).

For our RA disease activity POM, we must define the
instrument(s) used to assess disease activity and decide
whether we will measure static disease activity, change in
disease activity, or perhaps achievement of a predefined
benchmark (e.g., remission or low disease activity state).
Rheumatology has the advantage of a large number of vali-
dated RA-specific assessments of disease activity and the
disadvantage that no single assessment has universal
endorsement for use in clinical practice (12). Further, out-
comes can be captured as dichotomous (e.g., an event
occurred versus did not occur), quantitative (e.g., number
of infections), or graded (e.g., Multidimensional Health
Assessment Questionnaire score) variables (13,14). How
the outcome is captured affects how it is analyzed,
reported, and received by patients and clinicians.

Our hypothetical POM will assess the average (risk-
adjusted) number of days in remission or with low disease
activity as defined by the Clinical Disease Activity Index
(CDAI) (15) within the 180-day period at risk among all of
an ACO’s eligible patients with RA. Providers delivering
higher-quality care (i.e., those whose patients spend more
time in remission or in a low disease activity state) will
have a higher POM score. Our definition recognizes low
disease activity disease as a goal of care. It acknowledges
that disease activity fluctuates over time and that static
assessments may not accurately reflect patients’ experi-
ences. This definition is limited by when and how often
the data are collected. If a patient is seen monthly during
the 180-day period at risk, they may have 6 disease activ-
ity assessments from which to calculate the number of
days in remission or a low disease activity state; fewer
visits and therefore fewer assessments will require addi-
tional assumptions about a patient’s disease activity
between assessments and may over- or underestimate
their actual disease activity during that period.

Both the patient population under evaluation and the
intended use of the measure impact the measure outcome
definition. A measure intended solely for rapid cycle qual-
ity improvement might assess short-term improvements in



1398

Suter et al

CDAI scores for newly diagnosed patients with RA. Such a
measure might not be very useful for accountability because
it only measures outcomes for a narrow population of
recently diagnosed patients. Chronic diseases such as RA,
in which the goal of care is to minimize disease activity and
maintain function and quality of life, have the added com-
plexity that patient populations often reflect a broad range
of both disease severity and disease activity, with disease
flares occurring in sometimes otherwise stable, well-
managed patients. Further complicating RA measurement
are recent changes in clinical practice that utilize more
aggressive treatment regimens early in the disease course,
potentially followed by sequential withdrawal or tapering
of medications after achieving clinical remission in order to
minimize the number and potency of agents required for
longer-term maintenance. This evolution in RA treatment
strategy may result in patients previously in remission expe-
riencing clinical flares that do not necessarily represent sub-
standard care quality.

Outcome attribution. Outcome attribution refers to the
entity held responsible for the performance assessed by
the measure. This entity must be able to meaningfully
influence patient outcomes either directly through the
care provided or indirectly through communication or
influence on care coordination. Moreover, each patient in
the measure cohort should be unambiguously associated
with exactly one entity. Depending on the intended mea-
sure application, this entity could be an individual care
provider, such as an eligible professional defined by the
Meaningful Use EHR incentive program (16), a group of
physicians, a hospital, or an ACO. The choice of entity
responsible for measure performance impacts many
aspects of measure development, from the cohort defini-
tion to the number of patients and outcome events
required to produce stable performance estimates.

For our measure, we could attribute the outcome to the
ACO in which the patient is enrolled at the time of the
baseline assessment. Given the rarity and diversity of
rheumatic diseases and the frequency of comorbid condi-
tions, outcomes for patients with RA can be difficult to
attribute to individual rheumatologists or other health
care professionals, since small sample sizes yield less pre-
cise measure results. Attributing our measure outcome to
an ACO will offer greater sample sizes, and therefore
greater ability to distinguish performance among ACOs,
and facilitates assessment of coordinated, multidisciplin-
ary care. Moreover, while patients may be treated by mul-
tiple providers during the period at risk, they will only be
enrolled in one ACO at a time. In addition to publicly
reporting ACO-level results, the reporting entity (e.g.,
Medicare) could privately provide each ACO with
physician-level data to inform local quality improvement
efforts.

Risk adjustment. One of the most critical and techni-
cally challenging aspects of outcome measurement is risk
adjustment, which seeks to adjust the outcomes of differ-
ent measured providers according to the risk level of the
patients on which they are being measured. Risk adjust-
ment is critical because it levels the playing field, allowing

comparisons between providers to be made on the basis of
outcomes for similar patients; providers caring for sicker
patients are not unfairly penalized if their patients have
poorer observed outcomes. To most accurately compare
outcome performance across measured entities, it is
important to identify which patient factors impact out-
comes and, to the extent possible, adjust for variation in
those factors across providers. The goal of risk adjustment
is to predict the outcome expected based on the individual
characteristics of the patient (e.g., their preexisting risk
factors and clinical characteristics), to serve as a reference
point by which a provider’s actual observed performance
can be evaluated. Although it is typically impossible to
identify or capture all risk factors that might influence an
outcome, and therefore create a perfectly level playing
field, adjusting for the most important differences in
patient risk factors can substantially improve comparabil-
ity between providers.

To account for the differences in patient risk factors, a
POM typically utilizes a risk model. Abstractly, this is a set
of risk factors and their estimated effect on the outcome.
The specification of a risk model entails identifying the risk
factors to be included and specifying their relationship to
the outcome. For our measure, an appropriate risk model
will need to include patient risk factors known to influence
RA disease activity, including clinical factors such as sero-
positivity, disease duration, and baseline disease activity,
and other factors (e.g., comorbidities, demographic charac-
teristics such as age and sex, potentially duration of care
under this provider, or lifestyle factors such as smoking). As
with other POM components, risk variables need to be
clearly defined, be reliably measured, and represent the
same risk information across providers and care settings.
Furthermore, they should not be related to patient treat-
ment, because that is the subject of assessment. For exam-
ple, complications of care should not be included as risk
factors because, even though they often impact outcomes,
they are a result of care. Patient adherence is a controversial
risk factor for POMs because there is disagreement about
how much providers can influence it.

There is an active, ongoing debate about including (or
not including) sociodemographic factors such as ethnicity
or income in POM risk models. The National Quality
Forum (NQF), the national consensus authority for quality
measure endorsement, recently commissioned a panel to
review its policy excluding sociodemographic factors
such as race or socioeconomic status from risk adjustment
models. The panel’s report strongly favored inclusion of
sociodemographic factors in POM risk models (17). The
NQF leadership has not changed NQF policy, but is pur-
suing a 2-year trial period during which measures can be
submitted for endorsement with sociodemographic factors
included in risk adjustment (18). Data collected during
this trial period will inform revisions to NQF policy.

Those in favor of risk adjusting for sociodemographic
factors note that providers serving low socioeconomic or
minority populations might be unfairly penalized because
measures do not take important patient-level factors into
consideration. Those cautioning against risk adjusting for
sociodemographic factors reference evidence supporting
low socioeconomic status or minority populations often
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underuse higher-quality providers (19,20) or are cared for by
poorer-performing providers. For example, providers caring
for minority patients achieve worse patient safety outcomes
on their nonminority patients compared to peer providers
(21), making it difficult to determine if poor performance is
due solely to patient-level factors, poor provider quality,
other factors, or a combination. Further, including sociode-
mographic factors in risk-adjustment models will poten-
tially remove incentives for improving care for those very
populations with disparate outcomes. Despite the contro-
versy, most agree that one goal of measurement should be to
reduce disparities while maintaining resources to providers
serving vulnerable populations.

Not all risk factors have the same effect on the outcome;
therefore, once identified, risk factors must be used to
adjust the outcome measure for each measured entity. A
statistical method is chosen to incorporate the risk factors
into the final risk model. Several approaches are common,
with the choice depending on the outcome specification
(dichotomous, quantitative, graded), number and kind of
risk factors (categorical or continuous), sample size, and
anticipated use of the measure. The most common
approach for large numbers of patients and providers is to
use statistical models that can directly estimate the spe-
cific risk effects of providers, separate from the effects of
risk factors (e.g., hierarchical logistic regression), and use
the results to construct provider-level metrics.

Reliability and validity testing. Both the measure com-
ponents and the overall measure results should be
assessed for reliability and validity according to standard
guidance (11). Reliability refers to the degree to which the
same measure produces the same results when applied to
entities with the same underlying performance. Validity,
in the context of POMs, refers to the degree to which the
outcome being measured reflects true underlying care
quality. This is more difficult to establish than reliability
because the ideal way to assess validity of a measure
would be to compare with a gold standard of perfect care;
however, such standards are rare. Therefore, measure
validity usually depends on “face validity” (the extent to
which the outcome and risk model represent what most
people in the field believe to be true reflections of patient
experience) and/or a comparison with subjective rankings
of providers. For our measure, we could require the data
be tested to ensure reliability and validate the extracted
EHR data against manually abstracted clinical data.

Implementation and results reporting. Once the POM
is completed, it must be implemented and the measure
results must be presented to relevant stakeholders. This
might involve public reporting or private sharing of the
results with the entities being measured, or both. The
underlying purpose of the measure dictates the format and
approach to results reporting. Measures used for account-
ability might compare a provider to an accepted bench-
mark. Our measure of the risk-adjusted mean number of
days in remission for an ACO’s patients with RA produces
a continuous score that could be benchmarked against the
national average.

As part of its measure evaluation, the NQF assesses the
feasibility of POM data collection and the ability of the
POM results to be interpreted by stakeholders and mean-
ingfully impact care (i.e., usability). POM implementation
and reporting can be resource intensive for patients, prov-
iders, and the entity reporting the POM results. While the
EHR offers potential avenues for minimizing data collec-
tion burden, clinical practice will need to evolve to cap-
ture patient outcomes that adequately inform clinical
decision making, improve quality of care, and allow for
scientifically rigorous POM reporting.

What POMs exist in rheumatology?

There is currently a paucity of POMs for assessing rheu-
matologic care. A search of the NQF Quality Positioning
System (22-24) for endorsed outcome measures applica-
ble to nonsurgical treatment of musculoskeletal diseases
in the ambulatory care setting yielded 9 measures: change
in basic mobility as measured by the AM-PAC (Activity
Measure for Post-Acute Care; NQF#0429); change in daily
activity function as measured by the AM-PAC
(NQF#0430); functional status change for patients with
knee impairments (NQF#0422); functional status change
for patients with hip impairments (NQF#0423); functional
status change for patients with foot and ankle impair-
ments (NQF#0424); functional status change for patients
with lumbar impairments (NQF#0425); functional status
change for patients with shoulder impairments
(NQF#0426); functional status change for patients with
elbow, wrist, or hand impairments (NQF#0427); and func-
tional status change for patients with general orthopedic
impairments (NQF#0428). All assess patients’ risk-
adjusted function and mobility and are intended as
assessments of rehabilitation following acute injury, sur-
gery, and/or admission to a medical facility. None are
intended for measuring outcomes related to chronic dis-
ease management or for common rheumatic diseases like
RA, gout, or systemic lupus erythematosus.

What lies ahead?

Performance outcome measurement is here to stay. The
NQF Measures Application Partnership, which advises the
Centers for Medicare & Medicaid Services (CMS) on which
measures are suitable for federal measurement programs,
recently conditionally supported (25) using a CMS measure
still under development that examines functional status
and shared decision making in patients with RA for the
Physician Quality Reporting System, acknowledging that
the measure concept was promising, but required further
development. Therefore, even before a measure is com-
pleted, CMS and others are considering how it will be
implemented. Further, the Medicare Access and Children’s
Health Insurance Program (CHIP) Reauthorization Act of
2015 (MACRA) mandates a new physician payment struc-
ture focused on a Merit-Based Incentive Payment System
(MIPS) or Alternative Payment Models, both of which
require quality measurement (26). MIPS will calculate a
composite physician performance score, incorporating
quality, resource use, clinical practice improvement, and
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meaningful use of the EHR (27); POMs are expected to be
an increasingly important component.

To ensure rheumatologists can choose to be meaning-
fully measured on their care of patients with rheumatic
disease, rather than wusing measures developed for
nonrheumatic diseases, the American College of
Rheumatology (ACR) has developed several process mea-
sures suitable for federal reporting. In addition, the ACR
will begin development of a POM for RA in 2016, using
clinical data from ACR’s Rheumatology Informatics
System for Effectiveness (RISE) Registry. Rheumatologists
can learn about the ACR’s existing RA measures and how
RISE can help physicians navigate MACRA through its
website (online at www.rheumatology.org). The most
effective and meaningful POMs can only be created
through the close collaboration of patients, providers,
measure developers, and policymakers; we hope this arti-
cle will spark readers to talk to their patients and the ACR
about what outcomes are most meaningful to them.
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