Building Data Capacity for
Patient-Centered Outcomes
Research:

Looking Ahead at Data Needs

Elisabeth M. Oehrlein, PhD, MS

Assistant Vice President, Research & Programs g ATLEY,
9 2 .3
NATIONAL

HEALTH COUNCIL




The LAM Foundation

J A BREATH OF HOPE
N

CROHN

‘ National Kidney Foundation®

Celiac Disease

&COLITIS

Parent [ ) Immune CYSTINOSIS
g Awneevr M. RS & CPlLESY
S Bystrophy GUFIRST

Educate « Inspire « Connect

N % FOUNDATION
PANCREATIC BOUHN Dcf:'II;ICOmI:I ‘H F A ’4:&
CANCER 4 - = -
hc‘”u" . American Hemophilia Federation of!\‘n&?i‘ca“ A:‘%%%%T: ‘Areata ‘ 'q%? i ALPHA-l
NETWORK American Diabetes Foundation = FOUNDATION
Heart iati FOUNDATION .
Association. - Association. \CAN %
American Kidney Fund’
o2
. 2 @ M GBS|cIDP colorectal
™ m m @ (/NDA»‘ . .. i Foundation International . cadncer
* m E P THE NATIONAL INFERTILITY ASSOCIATION alliqnce
AN » Help Us Solve Your Liver. Your Life. 4..
The Cruel Mystery T I E p.s Huntington’s Diser<=
N P B Society of America . .
LU2US ML LAY 3 &5, alzheimer’s Q) association Arthritis
FOUNDATION OF AMERICA Mental Health America %Cﬁ Foundation”
American ]
8 . 2 THE MARFAN Champion of Yes
Sodety ey FOUNDATION E

f) Society®

Cardiomyopathy
Foundation

National
Eczema

w Association American
@ Foundation

for Suicide

G - ; SM A Prevention

CELIAC

awareness » advocacy - action

4(1y

&

NatioNAL HEMOPHILIA FOUNDATION

for all bleeding disorders

nfed Hydrocephalus

Association

M

/
E\O/F l

N D A T
RA

©

Borth Synclrome

MATIOMAL

PSORIASIS
FOUNDATION® American

Autoimmune

Related Diseases Association, Inc.

Supporting you. Supporting each other,

NATIONAL FOUNDATION FOR
ECTODERMAL DYSPLASIAS

RE D tAStS

Foundation National Blood Clot Alliance
Stop The Clot®

N .
E“ﬁ ﬂ%
po* ~$
NATIONAL
HEALTH COUNCIL

National Our Vision Is Vision®

Multiple Sclerosis

Society ) .
Pulmonary Fibrosis

FOUNDATION

Parent Project
Muscular Dystrophy

A

Prevent
.Blindness’

LEADING THE FIGHT TO END DUCHENNE

Know the signs. Fight for victory.

7 .
XTourette Association of America

SPINA BIFIDA _
ASSOCIATION e RTECT
: OH %m@
d H tee FOUNDA.;Q;,
coa 1 On“ Unbreakable Spirit”
N ATI O N A L
M OSTEOPOROSIS
Q AMB;EDAé FOUNDATION
FOUNDATION m
FOR LUNG ®
CANCER M

ASSOCIATION

THE MYOSITIS ASSOCIATION

Mended Hearts

HN‘.Z,».-
.‘d’
7 FAS

American

Lung

Association.
NORD

Mational Organization for Rare Disorders

Sjogren S

FOUNDAT/ON


http://www.amputee-coalition.org/
http://thelamfoundation.org/

What Should PCOR Facilitate?

Patient-Centered Outcomes Research (PCOR) helps people and their
caregivers communicate and make informed healthcare decisions, allowing their
voices to be heard in assessing the potential benefits, risks, and value of
healthcare options. This research answers patient-centered questions, such as:

« “Given my personal characteristics, conditions, and preferences, what
should | expect will happen to me?”

« “What are my options, and what are the potential benefits and harms of
those options?”

* “What can | do to improve the outcomes that are most important to me?”

* “How can clinicians and the care delivery systems they work in help me
make the best decisions about my health and health care?” ﬂ e
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What are
the main
data needs”?
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Patient-centered outcomes and impacts
collected consistently

Burden, including costs incurred by patients
and their families

Social determinants of health

Representative populations

Quality and satisfaction with care as defined
by patients

Accessibility to patients

Interoperability
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Patient-Centered Core Impact Sets

Examples of Patient Experience Information from the CFS and ME Voice-of-the-Patient Report

Disease-Related Impact on Treatment-Related Impacts Financial-Related Impacts Caregiver-Related Impacts
Feelings and Function

Post-exertional malaise  « Willing to accept significant <+ Loss of career » Stress on family/family
*  Weakness r'lsl'k from new treatmg.n't 00 . Harsh financial difficulties as members
« Muscle and joint pain alleviate or cure condition a result of decreased or lost
« Unrefreshing sleep employment income
* Decreased quality of * High cost of treatment, often
family life because unapproved
« Social isolation treatments are not covered
« Feelings of hopelessness by insurance
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PCORI’s Broadened statutory scope presents
opportunities to more effectively assess treatment
alternatives and value from the patients’ perspective

Consideration of the Full Range of
Outcomes Data can lead to...

- More holistic evidence relevant to -
patient decision-making

* More informed decisions as
patients navigate their options and
understand what treatment impacts
might be beyond clinical outcomes
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- Data on costs that matter to patients should be

EVERY . . .
FOUNDATION systematically collected and incorporated into
The National Economic research and decision-making
Burden of Rare Disease Study |

) | \

NON-MEDICAL &
DIRECT INDIRECT COSTS:
O MEDICAL COSTS PRODUCTIVITY LOSS S SON A
HEALTHCARE COSTS
Examples Examples Examples

Inpatient or outpatient care Forced retirement Necessary home or auto modifications

Physician visits Absenteeism Transportation and education costs

Rx medications and their administration Presenteeism (when employees cannot Paid daily care

, , fully function in the workplace) _

Durable medical equipment Healthcare services not covered by
Reduction in community participation insurance: experimental treatments,
and volunteer service medical foods, and more

Private and public insurance programs

typically pay providers directly, and Reduces income for patients and

patients are responsible for full costs caregivers, while reducing productivity Out-of-pocket costs absorbed directly

before a deductible, followed by co- for employers, communities, society by families living with RD

pays and/or coinsurance

Copyright® 2021 National Health Council, Al rights reserved. www.BurdenStud y.org



What data i Patient-centered outcomes and impacts
collected consistently

capacity
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Thank you!

Elisabeth M. Oehrlein, PhD, MS
Assistant Vice President, Research and Programs
National Health Council
202-973-0540
eoehrlein@nhcouncil.org
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