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Data Required for PCOR

Patients / persons
» Condition / phenotype
* Status
* Problem lists
e Risk or protective factors

Treatments and Interventions
* Medical or Behavioral
* (target — provider, pt., organization)
* Nursing, PT, OT, Dietary, Education
* Coordinated care
* Person-controlled
* Fidelity

Goals and Preferences

e Outcomes & Endpoints
* General and condition specific
e Calculated or summary data
* Clinical / Treatment response
* Patient-reported
* Patient-delivered



Data Required tfor PCOR  Standards to Consider

e SNOMED CT Comprehensive

Semantic based
[ ]
) i/:o(kj)'lerrlls Concept-oriented
e !Ca Poly-hierarchical
Nursing

Other clinical
Goals, preferences
Outcomes

LOINC

e questions / answers
e document names

Open mHealth — questions / answers
HL7 — LHS care team; Gender Harmony

HL7 FHIR — profiles, FHIR Accelerator
projects

BPM+ Health — clinical pathways,
Interventions, use cases

AHRQ Outcome Measures Framework



What role can ASPE play in
supporting effective standards to

build data capacity that supports
PCOR studies?

What characteristics of HHS' public
mission, programs, or authorities
could be leveraged?



Table 1.

Patient characteristics:

‘Multiple possible phenotypes:

SUPREME-DM Phenotype

[pefinition:
Adult Durham Population patients who meet ONE OR MORE of the following criteria during a Dukehed
encounter between 2007-2011:
& Oneor more instances of the specified ICD-9-CM diagnosis codes (see table 7) on an inpatient
encountar
s OR2 or more instances of the specified ICD-9-CM diagnosis codes (see table 7) on outpatisnt
encounters on separate days
« OR1 or more instances of active stand-alone medication (see table 8) re ported during sutpatient
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[Table 1. Patient Demographics and Baseline Characteristics / medication reconclliation
e *  OR1 ormore Oral Glucose Tolerance Test (OGTT) 2-hour 75g result == 200mg/dl where thereis NO
Ma. (%) of Patients® e DIAGMOSIS CODE on the same encounter indicating pregnancy (V22, v23)*
U =  OR2ormore hemoglobin Alc results »= 6.5% on 2 different days within 730 day span
Gantamicin-Collagen tral
Charnclormsbic sm.;-. =753 = 749) + OR2 or more fasting glucose results >= 126 mg/dl on 2 different days within 730 day span
Patiant demographics L - *  OR2 or more random glucose results >= 200 mgon 2 different days within 730 day span
Age. median JOF), y 5“'?'33:'"_}:""' 64.9{57.2-72.1) +  ORwithin a 730 day span on 2 different days:
Wihite race gaa [ BE3 91.3) - & Fasting glucose results == 126 mg/dl
Weight, mecian JOFY, ko 8 — 13 o) $6.8 §55.0-11 1_1' o AND Random glucose results >= 200 mg
Bodh Mzt Db 10F] 11302 37 2 EEHD% 2] « ORwithin a 730 day span (can be sarme day):
Blocly mass inde =30 -7 BT4[TEE 563 (75.2) ) i
Pyre— EE-UIF;J-I t-;-;ﬂ:l ;: -] H:moﬂnblnﬁlcrcsulti?’ 6.5% Opportunlty —
badical hetory I SR .
History of lypertension £50 (87 5) 654 (8.0} - Abnormal Lab Rvsulta
Hizlory of disbsatas S 493 [B5.5) 513 §68.5) .
~ mr - o AFLY § 1 .
Cunin o ey of arokdg 1T ) Source: Intensional value sets:
Cuirment smoking e 136 [20.7) 123 {27.3) Laboratory results
History of chronc obsinuctive pumonany disease TH-{18 8 107 (14.3) H
Feto o e s Geese T S —TT e Willett, Duwayne L et al.
Prerdous medan stemotomy 52 6.9 - 42 (8.8 nitkan: 13
Hm,:,.;ﬁ. T\ or atroke 7102 ~BL410.5] Adult Durham Population patients who meet OME OR MORE of the following criteria during a Dukehed S N O M E D CT CO nce pt
Higtory of myncardial infarction 733 @0 245 (3R encounter between 2007-2011: . . .
Histony of congestive heart Eslure B0 [11.8) {120} e *  One or mere instances of hemoglobin Alc results »= 6.5% H lera rCh |es fo r S h arli ng
Histony of hyperiipidemia G168 B2 2) GOT (1.0 “m..___x . OR one or more fa stlng glucose results == 126 mg."dl withim 365 day span . aga . .
Stercid use =1 mo prio o surgery 2857 =T ~_ : , Definitions of Clinical
FRiecaning dialysis preoperatively 4 [0.5) 205 = L. .
Prasopatatie dagnostc values
Ll verilricular spection iraction, medan 10F), % 55 (45-60) E5 (a5-601) Cond IthﬂS US' ng
Saum ghcosa, medan J0F). mg'dL 125 (101-160 124 (103-167) Source: .
Sarum hernogiobsn A, rredan §05). % f.5 (5.0-7.6) 6.6 (558-7.7) flysated hemaglobin laboratory results EleCtron IC H ealth ReCO rd
Hemaloeril, median 3R, % 3 (5-42) I8 (36-40)
r 5o Definition: ” [ iN7
5 l madian (IO Al 1.00.8-1.3 1.080.8-1.2)
‘*&:;'::I:::::‘I:NDHJI::! ,,,;:ZE oL o 6 :Elr :l_wl e 7.7 (T 0BE D) Adult Durham Population patients who meet OME OR MORE of the following criteria during s Dukeied Data - Applled Cllnlcal
Freoperative hosptal stay, rredan 0G5 d 10030 1.0 020} encounter Beteen 20072041 j j
;,;K;m.:.;l:\::;me ml.;‘;"m-;;l i QD:EUJL”‘ Ei-l’_;-"_i.U-IEEII ®  Oneormore instances of hemoglobin A1c results = 6 5% InformathS VOI- 9,3 201 8
T e T e A . hlcoss I FancL., gy by .06 667-682. doi:10.1055/s-
= s ool wrvialnn i Bcatindd
E Thasneistic l rng O 80 148; 509G I Parsonnnl of el had a soons Dssiyversim O a5 0038 1 668090
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From: Richesson et al. “A Framework
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Computable Phenotype ...” EGEMS
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Approaches

* Leverage processes of existing SDOs

* Encourage patient engagement in SDOs (e.g., HL7 PEW) a
* Support tooling for use of standards in real-world settings l» g’} :

* Promote terminologies (semantic) & intrinsic value sets “groupers” \\

* Concept maps / Information Models — see nursing work

e Westra BL et al. A refined methodology for validation of information models derived from
flowsheet data and applied to a genitourinary case. ] Am Med Inform Assoc. 2020 Nov
1;27(11):1732-1740. doi: 10.1093/jamia/ocaal66. PMID: 32940673

e Show value of standards for App development and dissemination

* Create tools to make it easy for App developers (of all types)

e Standards roadmaps
* Feedback loops on standards — are they useful? Granular enough?

* Rinse and repeat
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