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Metrics that Matter:

Conceptualizing and measuring person-centered care and
experiences of care for more responsive
primary health care
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Individuals, families, and communities
* Areserved by trusted and responsive health
systems

* Actively participate in their health care with
the support they need to make decisions

“People-centered care also includes
attention to the health of people in their
communities and their crucial role in shaping
health policy and health services

Hﬁlﬂ

Health systems

Are organized around and responsive to
individuals’, families” and communities’
comprehensive needs

* Respectindividuals’, families’, and communities’
values, perspectives, and preferences

* Provide supportive working environments for
health workers

* Facilitate active participation in health care and
foster collaboration between individuals, families,
and communities and health providers

Source: Framework on integrated, people-centered health services, WHO 2016



https://apps.who.int/gb/ebwha/pdf_files/WHA69/A69_39-en.pdf

What is experience of care (EOC)?

People and their

Range of positive or families’

negative interactions, ' S 4  experiences

shaped by multiple ,im

factors, that is
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people and their families

across the continuum of Health care Eﬁﬂ
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Person-centered care in primary

health care

Calls for integrated, people-centered primary
health care to achieve Universal Health Coverage
at the World Health Assembly

SIXTY-NINTH WORLD HEALTH ASSEMBLY WHA69.24

Agenda item 16.1 28 May 2016

Strengthening integrated, people-centred
health services

The Sixty-ninth World Health Assembly,

Having considered the follow-up of the report on the framework on integrated, people-centred
health services;'

Acknowledging Sustainable Development Goal 3 (Ensure healthy lives and promote well-being
for all at all ages) including target 3.8, which addresses achieving universal health coverage, including
financial risk protcction, access to quality esscntial health carc services, and access to safe, cffective.
quality and affordable essential medicines and vaceines for all;

lling resolution WHAG4.9 (2011) on sustainable health financing structures and universal
which urged Member States to continue investing in and strengthening health-delivery
ade

systems, in particular primary health care and services, and an resources for health and

World Health

Organization
SEVENTY-SECOND WORLD HEALTH ASSEMBLY AT212
Provisional agenda item 11.5 1 April 2019

Universal health coverage
Primary health care towards universal health coverage
Report by the Director-General

1. The Excoutive Board, at its 144th session, noted an earlicr version of this report.' In particular,
new information has been added, in paragraphs 19, 21, 25, 26 and 27, in the light of the Executive
Board's discussions. The Exccutive Board also adopted resolution EB144.R9.

2. The year 2018 marked the forticth anniversary of the Declaration of Alma-Ata. Events across the
y n Global Conference on Primary Health Care, have shown that four decades on
from the first political commitment to primary health care, there remains  global consensus that the
health and well-being of populations is most effectively, equitably and efficiently schieved through the
primary health care approach, making it a comerstone of a sustainable health system for universal bealth
coverage and the health-related Sustainable Development Goals.

3. In the Declaration of Astana’ Member States called for a rencwal of primary health care,
reaflirming their commitment to the fundamental right of every human being o the cnjoyment of the
highest attainable standard of health without distinction of any kind and to the values and principles of
Justice and solidarity, underlining the importance of health for peace, security and socioeconomic
development. There is a recogition that elements of primary health care need to be updated in order to

ly to ongoing and new health and health sy well s to take advantage
of new resources and opportunitics for success in the 21t century

4. The Declaration of Astana describes the ambition 1o deal effectively with current and future
challenges to health, mobilizing all stakeholders — including health professionals, academic institutions,
patients, civil society, local and intemational partners, agencies and funds, the private sector, faith-based
organizations and others ~ around national policics, strategies and plans across all sectors, to take joint
ons 10 build stronger and sustainable primary health care towards achicving universal health

health information systems. in order 1o ensure that all citizens have equitable access to health care MF

HEALTH &
WELL-BEING

WHO Primary Health Care
components, 2020




Measuring
PCC and
EOC are
essential
within
primary
health

care

WHO Primary
Health Care
monitoring &
measurement
framework,
2022
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Empowered people & communities

Health systems determinants

Governance

* Political commitment
and leadership*

* Governance and
policy frameworks*

* Engagement with »
communities and
other multisectoral
stakeholders*

* Engagement with

private sector
providers*

Adjustment to
population health
needs

* Monitoring and
evaluation*

* PHC oriented
research*

Financing

* Funding and
allocation of financial
resources®

* Purchasing and
payment systems*

Physical
infrastructure®

Health workforce*

Medicines and other
health products*

Health information

* Information systems

* Surveillance

Digital technologies
for health*

rvice delivery

3
[prevention, prometion, treatment, %
rehabilitation, palliation] o

Models of care*

* Selection and
planning of services

= Service design

* Organization and
facility management

* Community linkages
and engagement

Systems for
improving quality of
care®

Resilient health
facilities and services

>

Access and availability

* Accessibility,
affordability,
acceptability

* Service availability and
readiness

* Utilization of services

Quality care

* Core primary care
functions

- First-contact accessibility
- Continuity

- Comprehensiveness

- Coordination

- People-centredness

* Effectiveness

= Safety

* Efficiency

* Timely access

Determinants of health and risk factors

Outcomes

Universal health
coverage

* Service coverage

«[Financial
protection

Health security

Health system objectives

Improved health
status

*SDG3
* Health-related SDGs

’ Responsiveness

Equity

Monitoring capacity of PHC Monitoring performance of PHC



LEADERSHIP
GOVERNANCE

Trust &
Transparency

Safety &
Dignity

JSPs conceptual
framework for

person-centered
care )

Empathy &
Collaboration

Culture &
Identity

.

https://www.jsi.com/person-centered-care/ SERVICE DESIGN
& DELIVERY




Measuring patient-centered care and experience

of care — Important, but complicated!
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Good metrics, measurement, and methods for PCC and EOC
are essential

Multiple complexities
* Measures needed across the PHC log-frame from inputs to outcomes and impact

* Concepts and domains can overlap and often differ by service area
* Complex constructs like trust, respect, values without “yes/no” answers

* People’s expectations influence the “right answer” in different contexts

Measurement is context specific and requires adaptation for
different settings and health service areas




Steps to advance the measurement of person-
centered care and experience of care

1. What is known?
Already been done?

Reviews

5. Can these measures be 2. What are the key concepts
used elsewhere? & domains to be measured?

Dissemination and adaptation Conceptual framework(s)

4. Are the measures feasible 3. How do we measure
& valid? these concepts & domains?

Testing and validation Tools and methods







Talk #1

Measuring the role service
experience plays in reaching
zero-dose and under-immunized
children

Lisa Oot, Senior Technical Officer | Service Experience Project

24 loot@)jsi.com



Why a framework for Immunization Service

Background Experience?

Immunization service experience
(SE) includes the factors within
and beyond the interactions
between a health worker and an
immunization client which
influence the delivery and
experience of the immunization
service.

+ communi
mmmmmm

ommuni

Logistics &
operational
resources

ﬁ Person-centered
immunization
. service experience
Service Quality

experience of the
Expectation & across all interaction
perception of levels of and service
service the health provided
experience system

JSE




Why focus on measurement of zero-dose and 35t

Background ynder-immunized children?

Improving immunization SE is crucial for reaching zero-dose and under-immunized children, who
are now the focus of Gavi 6.0 and Immunization Agenda (1A2030) strategies to leave no-one
behind with immunization.

However, we have limited information on SE-specific interventions for zero-dose and under-
immunized and how those interventions are being measured.

We set out to answer the following two questions:
1. What SE-focused interventions exist that are focused on reaching zero-dose and under-
immunized children?

2. What mechanisms or data collection tools exist to measure and monitor immunization SE
for zero-dose and under-immunized children at country level?



Measures +

Methods W hat did we look at?

Enumeration of retained and grouped sources

Peer-reviewed literature retrieved | 1377
Peer-reviewed literature kept 22
Gray literature 24
Total 46

Grouping by framing question

Improves Service Experience

*
(Interventions) e
Measures Service Experience 11*
(Tool/Indicators)
Total 43*

*One document was used for both interventions and tools/indicators

Number of sources for each thematic area or tool by framing question

Q1. Improves Service Experience Q2. Measures Service Experience
(Interventions) (Tools/Indicators)

Communication campaigns with social
media (3 sources)

Multifaceted community engagement
(8 sources)

Digital information systems (4
sources)

Energy infrastructure/electrification
(2 sources)

Health service delivery and
management (13 sources)

Supplementary immunization activities
(1 source)

Pro-equity strategies (2 sources)

Behavioral and Social Drivers (BeSD)
Toolkit (1 source)

Strengthening Immunization Service
Experience Guide (2 sources)

Immunization Campaign Tool (1 source)

Health Facility Assessment Tools
(3 sources)

Participatory, Community-based
Assessments (2 sources)

Global Immunization Metrics (1 source)

Social Media Studies (1 source)



Resuls | Interventions and Measurement

What SE interventions are being implemented the most?

Community actors and stakeholders (15)

Health worker empowerment (14)

HOW are Community voice, input and demand (13)
o o o Integration of immunization with service packages (13)
interventions being

2 What SE interventions are being implemented the least?
measured?

Expectation and Perceptions of SE (4)
SE across all levels (3)

Quality of the interactions and services between provider and
client (1)

Workplace Community (0)



e Majority of SE interventions are focused e Workplace community is noticeably
on community engagement and underrepresented.
improvement of the delivery of health
services.

e No study described actual efforts to scale
interventions.

e Immunization coverage is the key
outcome measure; no comparison of
changes in coverage among zero-dose vs.
non zero-dose populations.

e Broad set of options (tools, indicators,
methods) for gathering evidence on SE; not
being used in routine country monitoring,

planning, or for continuous Q.
e All SE domains are not implemented with

equal frequency. e Standardized and validated SE indicators

have yet to be formalized.



Talk #2

Cognitive Testing of a

Pediatric Experience of Care
Tool in Lao PDR

Lathtana Chanthala, Research Advisor | USAID Laos Maternal Child Health and
Nutrition Program

I lathtana_chanthala@la.jsi.com



Background

PEC Framework

INTERPERSONAL DOMAINS

)

WHO Pediatric Quality Standard #4
Effective communication &

meaningful participation
«Language & literacy

« Participation
« Child-focused communication DOMAINS FOR
WHO Pediatric Quality Standard #5 POSITIVE
‘ediatr uality Standa
Respect, protection, & PEDIATRIC
fulfillment of child rights EXPERIENCE OF
+Respectful care CARE
«Dignified care
«Equity

« Accountability & legal rights

WHO Pediatric Quality Standard #6
Emotional & psychological
support

« Supportive care

«Developmental care
«Nurturing care

Essentlal child- &
adolescent-friendly
physical resources

« Accessibility
« Child-focused environment

Competent, motivated,
empathetic human resources

« Human resource availability
« Leadership

Policy & organizational processes
« Coordination
« Referral & follow-up
+ Record-keeping
« Policies
+ Quality improvement processes

Safety & harm reduction



Measures+ PEC Tool & Process

Methods

Measurement Tool
* Caregiver Tool

* Health Worker Interview Guide J
May 2023
Iterative Cognitive Testing Process
* |s this item relevant or important to you? 2 7 Caregivers V
* |sthe question clear in the way it is written? Could Health
ZE:nl;r;dif?rstand it? If no, how would you suggest to workers ApriI 2023
* Arethe response options clear? Could you 4 Caregivers

understand them? If no, how would you suggest to
change them? What else would you add?

Health
worker




Reflections

Challenges & Considerations

Considerations:

e Understand the social or cultural constructs
attached to language

o “Respect” versus specific behaviors

* Understand how translations may shift meaning or
interpretation

o “dismissive” to “ignored”
o “feeling” to “thinking”

e Concrete terms or literal phrasing was more
understandable and meaningful

o “Enough”

Next Steps:

Implemented the tested tool as
part of a comprehensive Health
Facility Assessment

Undergoing factor analysis to
finalize a scale that measures
pediatric experience of care



Talk #3

HIV Person-Centered Care
Assessment Tool

Jessica E. Posner, Person-Centered Care Portfolio Lead | JSI

I jessica_posner@jsi.com



Why a PCC Measurement Tool in HIV

Background

People living with HIV have been advocating for greater consideration of their context and
whole personhood in medical settings for 40 years. There are also specific considerations
relating to HIV service delivery, especially regarding stigma and co-morbidities.

We wanted a Ql tool that health facilities can use to:
1. assess their person-centered HIV services,

2. demonstrate areas of strength, and
3. inform action planning.

Our Person-Centered Care Assessment Tool is now available for free on JSl.com, and coming
soon in other languages.


https://www.jsi.com/resource/jsi-person-centered-care-assessment-tool/

Building the Evidence Base

Background

Y~ N

SYSTEMATIC
DEVELOPMENT VALIDATION DISSEMINATION
REVIEW
® Registered e Framework CONSULTATION USE e Conference
3 domains
protocol © _ _ engagement
e Review o 12 subdomains ® Feedback from JSI e Ghana pilot o %CESA 5021
o Lit. search e Tool teams o5 faciIi'Fies o AIDS 2022
e benfchmarkmg, o FGD with 25 o KIIL\.Nlth.clllents o Jeuigl
. errormance
e 31 studies P : experts ) celulelt .p‘|.ot publications
; e expectation, and o Google Survey o 30 facilities :
rom action plan filled out by 100 o Compare to clinical © % pUbI'ShEd_
Countrles approaches conle outcomes o 2 under review
peop o 2 being drafted
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The PCC-AT Facilities are evaluated on

Measures +

Methods  each pillar

Client Feedback

Psychosocial
Mechanisms sychosocial Support

Composition

Service Efficiency

and Integration Logistical Support

Availability

Client Convenience

Leadership and Access

Self Efficacy

Health Worker

Competency Support Tools

Client Support Tools

SERVICE DIRECT CLIENT

STAFFING PROVISION SUPPORT




Measures +
Methods

Scores are designed to set priorities for
action, not judge performance.

Action plans provide facilities a
clear road map for improvement,
recognizing that PCC is a process
that can take time.

Tool can be repeated on a routine
basis to monitor effectiveness of
previous actions, and identify new
areas in need of strengthening.

Assessment Informs Action

SUMMARY OF SCORES BY STANDARD ACTION PLAN
STAFFING
Subdomain Score | Challenge/lssue Potential Actions [please Priority Actior
rank them) Justification
- No Supportive Peer 1. Advocate for national AIDs | Advocate for nf
Posifions control agency to provide control agency
trained peer mentors from trained peer
PLHIV community PLHIV commu
Composition 2 B
P 2. MOH to employ Justification: Ir
community volunteers already exists,
feasible appro.
- ART Unit h fi - Nfa: Clini
Availability 5 Unit has specific fa: Clinic days are

clinic days

determined by MOH

- Not all staff are

trained in counseling.

1. Provide online training to
all staff and require

Provide onling
staff and requi




Findings on Service Provision from the

Results

PCC-AT

The PCC-AT was piloted at 5 health facilities in Ghana.
All created action plans. It has since been expanded for
use at 29 facilities in Zambia.

Providers described the tool as well-structured, user-
friendly, relevant, reflective of the core PCC delivery
elements, and useful in improving service delivery.

Documentation and evaluation of the PCC-AT Facilty | Facilty2  Facilty3  Facilty4  Facility 5

e Systematic review Key

Domains Subdomains

Staffing Composition, Availability, Competency. Leadership
] I Client Feedback Mechanisms, Service Efficiency & Integration,
Service Provision
Convenience & Access, Digital Health Worker Support Tools
Psychosocial Support, Logistical Support, Client Agency,
Digital Client Support Tools

e Operational research in Ghana (Protocol: PLOS; Feasibility

results: Taylor & Francis Online; Commentary: Taylor &
Francis)

e Under final review: Consistency and validity results from
Ghana and operational research in Zambia



https://journals.plos.org/plosone/article/authors?id=10.1371/journal.pone.0295818
https://www.tandfonline.com/doi/full/10.1080/25787489.2024.2312319
https://journals.plos.org/plosone/article/authors?id=10.1371/journal.pone.0295818

Next steps for the PCC-AT

Reflections

Opportunities _

e Upcoming data from the expanded Zambia pilot will

compare tool implementation with clinical outcomes,
further guiding adjustment and improvement.

e Partner with other stakeholders beyond the facility

— Quality service provision relies on action
beyond the facility control - Ministry of Health
and other governing bodies, guidelines, and
protocol influence service delivery

e Expand for integrated care or other health areas

— Adapt for community delivery of ART

Project recruited nurse assistants responding to the

o Expand language offerings (in progress) > el Elred s [Ridhine selpein



Takeaways: Measurement in PCC leads to

Reflections INCreased accountability

« Measurement is an accountability mechanism and provides evidence to inform
action that improves PCC.

« Accountability in this context means that actors are mutually responsible for
achieving an agreed upon common goal.

« We can also understand accountability as a process that engages multiple

actors who must answer questions and provide information about their decisions
and actions.



https://postgraduateeducation.hms.harvard.edu/trends-medicine/how-leaders-create-culture-accountability-health-care
https://apps.who.int/iris/bitstream/handle/10665/312282/9789289054096-eng.pdf?sequence=1&isAllowed=y
https://www.jstor.org/stable/pdf/45090232.pdf

Roundtable
Discussion
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The recording and other resources will be

available online: https://bit.ly/3v8QUJY
or scan QR code:

O

@)jsihealth  www.jsi.com @)jsihealth


https://bit.ly/3v8QUJY

