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Introduction

There Is Increasing Recognition for HIV Care and Management to Look Beyond Viral Suppression in Terms of Patient Outcomes

* Being virologically suppressed does NOT mean people living with HIV (PLHIV) are enjoying a good health-related quality of life (HRQoL)

* Many determinants of HRQoL are difficult to directly identify but are critical for optimal HIV care

* Patient-reported outcomes (PROs) can help facilitate the identification of many determinants of HRQoL and may be especially relevant in HIV care because many issues are sensitive (eg, sexual risk behavior, alcohol/drug use)

* PROs may include one or more dimensions of care
In HIV Care, PROs May Improve Patient—-Provider Communication and Detection of Otherwise

@ Q? ® Hidden Needs

//37 @f_\@ * PROs have the potential to improve several aspects of HIV care
Health behaviors Overall HRQoL Social well-being Mental health I?:J
eg, adherence, substance use, eg, social support, stigma eg, depression, anxiety
sexual risk behavior
Provider awareness Patient—provider Health outcomes
ég\____‘ /\ and monitoring communication
M q £3 ﬁ  Facilitates understanding of * Provides information previously unknown * Addresses symptom control
personal or stigmatizing symptoms to the provider and outcomes for mental

. . . . e (eg, depression, suicidal ideation, « Promotes honest discussion of sensitive topics conditions (eg, depression)

Physical symptoms Satisfaction with Life circumstances . oo

g - - substance use) - Focuses clinic visits and prioritizes
medication/treatment/care eg, housing, nutrition, . . P
* ldentifies HRQoL issues needs/concerns

intimate partner violence

Methods

Implementation of PROs in Routine HIV Care Is Challenging and Initiation May Seem Overwhelming
* The PROgress Project developed evidence, insights, and resources to support implementation of PROs in routine HIV care

(2

PROgress evidence review and summary report PROgress study PROgress Implementation Toolkit
Highlights the value of PROs in HIV and other disease states by Implementation science study of integration of PROs within 2 HIV * Highlights key stages and decision points of PRO implementation
summarizing published evidence and addressing key questions such as outpatient clinics to demonstrate feasibility and fill evidence gaps based on real-world PROgress Study experience and that of
» What difference can PROs make to patient—provider communication? other sites
« How do patients value PROs? » Conducted in Fort Pierce, Florida, USA, and Toronto, Ontario, Canada - Compiled iteratively as PRO implementation steps were completed
« How do providers value PROs? at the PROgress Study sites

* How do PROs impact clinic flow?

Res u |t$ Sample script

The Toolkit Provides Practical Advice to Support the Introduction of PRO Chapter 5: Outline Workflow

Assessments Into Routine HIV Care * Select workflow: when, where, and how to

* The Toolkit includes information on administer PROs

Chapter 1: Assessing and improving readiness to implement PROs in HIV clinical care * Define staff roles and centralize relzs.pon3|b|I|ty
* Create protocol: when not to administer PROs
Chapter 2: Engage stakeholders

* Patient-based factors

Hi, I’'m <name>. Your provider <name> is interested in finding out
a little bit more about how you're doing before your appointment
starts. This questionnaire gives us a better idea of your general
health, like your health behaviors and any symptoms you might
have. It takes about <x> minutes to complete. All questions are
optional. Are you willing to do this today? (if yes) Great.

Let us know if you get stuck and need help.! I,

Chapter 3: Technical choices and infrastructure Example business case . Flow-related factors Testimonials from case managers

Chapter 4: Create PRO assessment . . ... we did a graduated approach, ... we definitely had a lot of

Chortor B Oulie morkfion e [ e * How o Introduce PROs to patients Wb E i g bl B

Chap : Outline w mom, | SRR * Define emergency and high-risk protocols on his system you o onger have o hand ut s;:‘;cific_PRO heaith
apter 6 Tralr_m clinic personnel i e o vs vttt * Pilot iy bt okt bl omat b

Chapter 7: Monitor and evaluate « Launch tips S0 1A o b esal s Seci 5 s o T o2

Appendix: Online PRO timing tool e Lo MU D e Resources €PRO Manager

(mapping the patient and information journey)

- . ; - . 5 . i
Appendix: Sample stakeholder presentation e
Any new resources required, including personnel, facilities,
program support requirements (e.g. IT) and hardware/software

What PRO domains (health topics) will be used sa m p I e tl'a i n i n g ag e n da

Proposed project leadership, and any proposed roles for existing
or new personnel required to ensure adoption

Chapter 1: Assessing and Improving Readiness to Implement [ e

community action board could be considered to support prioritization

Clinic staff training (all levels, group meeting)

- - - and for continued momentum in project progression - L] L] L] - -
P ROS I n H IV C I I n Ical C a re r;lli'sé?:;:::)dr Convey confidence in how the project will be managed and monitored C h a pte r 6 - Tral n C I I n Ic Pe rs o n n e I PROs: purpose and general orientation
implementation ngn . .
* Are PROs right for my clinic right now? If not, how do we get there? v anysis |5ty etted s o st i it St * Initial training - PROsntroductin, defriton
. . ::::sc Sfﬂﬁﬂfiaélfcﬂs:i |§|P/3\'/:IIF;§I tglr;tzr::‘\;?se fcl.an. This may include ° . . . s \/alue of PROs- known clinical/research value, reduces social desirability bias, prioritizes needs
¢ Patlent popu Iatlon r;?:\":;:?;e =nd Bgllsgd on the g%als section of the. business, determine how success O n gOI n g tra I n I ng * PROdomains- examples
e . outcomes WRDE Measre * iPad demo of PRQs: what patients sea
d Cl|n|C IeaderSh|p ¢ Resources ® Results: what providers see
° PrOVIder Support E:;'L?TI,:. gntzfgf::e?fgggé g?gi%ﬁ\r?le:rﬂ:: S;r?e::ﬂ%eﬁ;sd:i;encf;?r;n(:’f;‘;eea;f:lﬁl: . Siltent group ai:'civit-;: all staff metnt.aersrsel"—ed:nin's‘[e'rPthassessmerton separate devices (if possible), as if at risk for all categories
. g - . . and this is associated with many poor outcomes such as mortality.Z It is notable that LB AN R T B IR N R TR R FRLE
® LOg|St|CaI and CIInIC fIOW COhSlderatlonS even among PLHIV with known depression, there are substantial gaps in the - Discussion regarding improving, adding, or modifying content
. . depression treatment cascade with lack of follow-up to see if treatmenis are ) ) —
® TeChn|Ca| CapaC|ty effective.?’ We plan to integrate a brief clinical assessment of PROs including Integration of PROs into clinic
. depression to identify the ~20% of our clinic with undiagnosed or undertreated
® Sta rt-up and runn|ng COStS depression to improve care for those PLHIV. o [HemEREswilTiiniedite e aEmiey
. . . . - Who follows up with patients at each step during their visit
¢ Creatlng a bUSIneSS Case for PRO Implementatlon - How patient will move through the appointment post-PRO integration
Practical tl pS - Discussion of concerns, solicit feedback, refine protocol
Chapter 2: Engage StakehOIders ¢ How to schedule PROs (if applicable)
PRAC TICAL TIP ¢ How to introduce PROs to patients
® f t k h Id * Protocol for late patients cr patients that are toe ill/impaired to complete PROs
|dentify stakeholders patents orpatents fime °
e P d trati fval -(® ) Provide a clear justification for PRO data collection, as providers and staff ® Protocol for emergency (suicide/IPV) and other alerts
repare demonstration of vaiue are more likely to support PRO implementation if they understand the value.? ’ ESL:z ZZT”_rgwa”_dt'”feTretat°”
d Meet With StakehOIderS Short practlcal EKamp|ES are more COmpE”Jng. * Communication protocols between staff regarding PROs
. . * Careand storage of tablets
® PrOV|de an OVGWIGW Of the Value Of s Using the PRO platform: scheduling, patient lookup, data sets, efc.
PROs Sample stakeholder presentation
¢ Add ress common concerns C hapter 7 . Mon ItOI' dan d Eva I uate It helped in our setting to assign one domain to an HIV doctor and
. . . . . ] an HIV nurse. Once per month during an hour, a certain outcome
¢ IﬂClUde pI’OVIderS N PRO SeleCtlon ¢ |dent|fy IndlcatOI’S Of SUcCcCcess dindil:-':ltr;-:'rrmc:| r;laleld prolc:Is\? indicator:are being dishcussed
. L uring the weekly clinica meeting. Not just one champion
process and progress study * Determine process and timing but making everybody partly responsible..,
. improving hiv care through the HIV care physician steering committee member
output design hpeeilbe U R * Implement a process of continuous quality improvement
. ) ) routine patient management p p q y p
* Secure |mp|ementat|0n Champlon * Resources Testimonials from
° . : b TR Examples of process indicators Examples of performance indicators HIV phvsicians
Appendlx. Sample ] based on PRO data based on PRO data PRy
stakeholder presentatlon Percentage of patients Percentage of patients with depression
refusing/starting/completing the who receive antidepressant medications
PRO process or receive a referral
Example process _ _ _ _
indicators [NINSRe] screenings for lh;umtper ofhpatlents Wh{? gdls:tate Sg!f'dal i
Key considerations improvement in symptoms SN W O O ) Y B VIRTORN,

Chapter 3: Technical Choices and i & foetal [k SeBaaan Example performance

Key consideration |Definition

Number of screenings to identify : ; : indicators
Infrastructure Existence and type of EHR system. Important to consider because adverse events Patient satisfaction scores
. . : of both degrees of data integration and feature comparisons,
¢ UnderStandlng PRO choices EHR infrastructure | veen EHR vendor PRO tools, PRO tools that can be integrated

. . . . with the existing EHR, and standalone PRO tools
* |dentify issues to guide choices

Methods, protocols, terminologies, and specifications for the -
. Gathering information from the patient Data standards collection, exchange, storage, and retrieval of information associated H OW Ca n I O u Access th e TOOI klt?
* Presentmg mformatlon to the prOVIder Frequency and scheduling of alerts, the data displayed in the
 Storing information into the medical record o i e e M A

) ) ) and sladiin of clicks or steps required to access information, whether there .
e Reuse of information for popu|at|on health 9 should be capabilities to temporarily mute or turn off certain features, The PROgreSS PrOJeCt |mplementmg Patient Reported PROg ress PrOject

and the types of icons and graphics that are recognized most easily

with PROs

* Consider system features Outcomes Within Routine HIV Care. https://progresshivcare.org/
L CO n S | d e r d ata q u a I |ty Eesou rc_es + Helping patients share information with their doctor about their health, situation, needs and preferences that may otherwise not be

uidance on infrastructure discussed
L Resou rceS ¢ Snyder C and Wu AW, eds. Users’ guide to integrating patient-reported + Improving patient provider discussions and relationships to facilitate better-informed care and improve clinical efficiency

outcomes in electronic health records. Baltimore, MD: Johns Hopkins University.

2017. Funded by Patient-Centered Outcomes Research Institute (PCORI); JHU V’:_\V FAR ‘
Contract No. 10.01.14 TO2 08.01.15. Il iy . .
_ §: PROgress Implementation Toolkit
Chapter 4_ Create PRO Assessment patie . Accessed October BACK TO PROgressHIVcare.org o o o o | - o
* Determine mode of administration (paper vs FOREWORD
tablet based) FirstName LastName ~ MRN: 000000  DOB: 1/1/1900 INTRODUCTION
. . 9/29/2020 3/29/2020 9/29/2019
* Select PROs: domains and attributes to Deoresson PHG) 5 o . UG RADESe
Consider reep—— Moderate de[_:]ressnan (10-19) Moderate de;:]ressuon 10-18) No depre;swon (0-4) P Rog ress Im plementati on TOOI kit IMPLEMENT PROS IN HIV CLINICAL AUthors
In Last 2 Weeks Not at all Not at all Not at all CARE
* Identify scoring and interpretation needs S B e https://progresshivcare.org/toolkit.html| e R
. . Felt trapped/controlied O ves No No uncan Short, PhD - ViV Healthcare, Global Implementation Science,
® Determlne Order Of PRO meaSU reS |n Faartiil of Bars O Yes No No STAREHOLBERS Emma Fitzsimmons, BA - University of Washington, Medicine, Seattle, USA
il i s R N CHAPTER 3. BUILD TECHNICAL Justin McReynolds, MS - University of Washington, Health Informatics, Seattle, USA
assessment Interactive time estimate tool : Estimate Tool (Display) o o . INFRASTRUCTURE Sierramatice Karras, BS - University of Washington, Health Informatics, Seattle, USA
. P . Include Domain Average completion time William Lober, MD — University of Washington, Health Informatics, Seattle, USA
® Dete rmlne freq Uency Of admlnlstratlon for the HIV Syumm indexl = 0:0053 CHAPTER 4. CREATE PRO Heidi M. Crane, MD, MPH - U?iversity of V‘gjgshmgtog.Med'\cm; Seatt{;tUSA
DEpl'ESS'O” (Pchz"_;?) 23 0:00:52 1e/erack, Crystal meth, Cocaine/crack, Crystal meth, Cocainefcrack, Crystal meth, ASSESSMENT
full PRO assessment and for each measure e e it i B e e i
" " cono se - 5'6 " n
™ InlelduaI PRO measures may not need to be 8 :Lb:talnge UZ’ZLJ(E‘SZIZ)TNB g:g?:ij Crystal meth, Heroin, Marijuana Heroin, Marijuana
dministered at every visit (ie, gender identity) inerence aroyis e . SR e = -
a ry ’ g y Sexual Risk Behavior (SRBI)13 Il g 0 mc‘ﬂ;f;f;e} 4:::;:;??::9; 12 (n;?:::::ere) C o n c I u s I o n s
L Intimate Partner Violence (IPV-4 0:00:26
o Format reSUH:S Social Suppc:r‘t:(P\M\F’SSfSF}(l5 ) 0:00:15 [ I | 1 PRO .d i f |. i i |. i | f PLH IV PRO
« Build vour own PRO assessment auy oL e 01 000 Sample PRO summary report mplementing s provides an opportunity for clinics to improve clinical care for , yet
o ousing Status :00: o . . . . .
o y O s peis implementation can be perceived as a difficult and overwhelming step
* Resources B s Orianssdan kary G073 : : : : : :
e * The PROgress Implementation Toolkit provides a practical resource to support the integration of PROs

* Appendix: Online PRO timing tool

Online time-budget tool within routine HIV care
* This Toolkit is a novel resource that can be useful for different types of clinics and offers flexibility to adapt
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