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Patients and Families as Advisors in Ql and Research:
Building a Quality Improvement Model to Ensure Consistency

SMART Aim

Key Drivers

Interventions

Increase the % of
trained Patient and
Family Advisors and QI
and research partners
from 2% to 25% by July,
2017.

Access to a diverse team of patient
and family advisors that are on-
boarded and trained

Recruit a diverse team of Patient and Family
Advisors.

A standardized tool that prepares
families and researchers to partner
on QI and research projects

Create a patient and family advisor module that
prepares patients and families to engage in QI
and research

Build awareness by presenting at QI and
research division meetings.

Global Aim

A culture of family engagement in QI
and research projects

Create a workshop to educate researchers about
partnering with families on QI and research
projects.

To increase the capacity of
researchers, and patient and
family advisors around Ql and
research at Hassenfeld Children’s
Hospital

A curriculum established around
family engagement in research

Engage Clinical and Translational Science
Institute (CTSI) as a resource

Leadership support of family
engagement in QI and research

Pilot family engagement in QI and research
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Mirror Image and Partnership Tool

Engaging Patients and Families in
This tool is designed to: Quality Improvement and Research

Patient and Family Advisors have a very important role on guality improvement and research teams.
They bring 3 unique perspective that can influence planning, design and implementation. Bekw are ways
familizs and ressarchers can partner togsther in QI and ressarch.

« Offer transparency regarding roles of the Patient and Family o FelredlmdRessarh Medings
5a ent and Family Advisor, What Does the Research Team Do?
. What Can You Do?
Advisors and researchers Wiite 3 150-200 ward story 2bout your chid's Find out T =-sharing will work for Fatient and Family
medical expariznce to share with the taam. z.hm'it:;.i'ﬁ:ail familizs background and t2am
) ., i i Mest or spesk with your lisison to ask questions |dentify 5 lisison to support Fatient and Family
beefiore the first mesting. Advisors and answer questions.
* Share learning and expectations for Patient and Family T e e e e e e e e
. terms such as: IRB, consant, and POSA cycles. CLoOmMmaon terms.
Advisors and researchers Gat familiar wilh the r=search gosls 2nd 12am. “Share information about the Study, mesting

schedule, timeframe and goals.

During @l and Research Meetings
Imagine how you would feel i you were the research | Welcome Fatient and Family Advisors to the team.

* Prepare Patient and Family Advisors and researchers before St or st famdyshre you festback. | Enplasie he vabe of i pespectve wih i
initial research meeting fatiausstins, Eiey qusstion heps eteam feam %@Eﬁ,fiﬂ‘ﬁiiﬂﬁﬂzﬂm
Review images and text. Share feedback on Provide erm‘lgh time for Patient and Family Advisors
) i ) ) i razdsbility and engagemeant. to raview materisls _al_vd for the tzam to maks
* Outline best practices for Patient and Family Advisors and e T S e T T o T v - STE
. . including: hypothesis, subject recm'rtment,d;ﬁign goals aI'Kl.&:IE_'ﬂI'IS based on family input. Ensurs
researchers before, during and after QI and research meetings and infzrvention. Sumre iy o oy presening o e Fatant and
After QI and Research Meetinps
Know the value of your contributions. Recognize the contributions of Patient and Family
Advisors.
Be preparsd for results that may differ from what As you analyze data and form conclusions, invite
you of the team expected. patient and family perspectives. Ask patients and

families to co-zuthor 3 paper.

Attend debrizfing session and provide feedback on Host 3 debrisfing session to discuss lessons
what went well and what could be improved. learned.
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Engagement at Every Phase of Ql and Research

Patient and Family
Advisors have important
roles in each phase

‘ Dissemination
Data Analysis of Findings

‘Implementation

Recruitment

@® Study Design
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Design Phase of Ql and Research

Patient and Family Advisors provide input on:

» Research hypotheses and questions
* Research goals
« Methodology
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e
Recruitment Phase of QI and Research

Patient and Family Advisors provide input on:

« Recruitment materials (including health literacy, appeal, engagement)

* Recruitment strategies

« Subject qualifications

» Locations to find subjects

» Effective approaches to describing study to patients and families and
inviting them to participate

2]

A
? =S

sssssssss
CCCCCCCCCC
HOSP!

S
Ne
=
S 54

2

7 | SALA INSTITUTE FOR CHILD AND FAMILY CENTERED CARE

&



Have you been feeling._._

= Anxious or full of worry?
= Sad or generally unhappy7
* Overwhelmed?
= Irritable or short tempered?
Lonely or alone?
Guilty? Worthless?
Does your future feel hopeless?
Like a failure?
* Numb?
Do you.
= Sleep too much or too little?
= Use alcohol or drugs to get through the day?
= Eat more or less than you used to eat?
- Have trouble concentrating or making decisions?

What about experiencing. ..
= An overwhelming sense of worry or fear?
= Obsessive thoughts that won't go away?
= Compulsive actions or restlessness?
= Panic attacks?

If you answered “yes” to any of these questions, or have
experienced similar conditions that are disrupting your daily living,
your pediatric gastroenterology team here at Fink wants to help.
In association with the NYU Child Study Center, we invite you to
participate in a research study designed to address the symptoms
of depression and anxiety that you are experiencing.

Before After

* Improved readability
* Simpler language

» Visual engagement
Relatability
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Recruitment Flyers Influenced by Family Advisory Councill

Fink Children’s Ambulatory Care Center

Have you been experiencing..
‘Worsening belly pain or diar

Have you been feeling...
Stressed out or anxious?

Sad or lonely?

Overwhelmed or misunderstood?

or too little?
than you used to?
ncentrating or making de

-_— s

If you answered “yes” to any of these questions, your pediatric gastroenterology
team here at Fink wants to help.

You might be eligible for a research study at NYU Langone
for teens and young adults ages 12 - 21 years with
inflammatory bowel disease, such as Crohn'’s Disease or
L ive Colitis, and ion and/or anxiety.

Eligible Participants will receive:
= A no-cost ion to share your stre or concerns

« Free counseling or help getting connected with a mental health provider
- You may be eligible to get up to $50

For more information, contact Jeanne Cho
Jeanne.Cho@nyumc.org
646.754.7045

160 E 32nd Street = New York, NY 10016 = 212 263.5940
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S
Implementation and Data Analysis Phases of QI and Research

Patient and Family Advisors provide input on:

* Intervention

* Intervention materials (including health literacy, appeal, engagement)
« Data interpretations and limitations

Patient and Family Advisors participate by:

« Offering patient and family perspective about key aspects of study

« Attending meetings

« Conducting audits

« Teaching clinicians (sharing family stories) as part of staff education
« Highlighting the importance of the study with staff and families
 ldentifying new questions to explore
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Dissemination of Results Phase of QI and Research

Patient and Family Advisors can participate in:

« Debriefing sessions (What went well? What could we improve on?)
* Review, writing, submission and co-authorship of abstracts and papers
* Internal and external presentations
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Keys to Success — Patient and Family Advisors in Ql and Research

* Prepare Patient and Family Advisors and researchers on how to collaborate in the most effective
ways

* Emphasize the value and contributions of Patient and Family Advisors on Ql and research teams —
share examples!

* Identify a liaison to support Patient and Family Advisors and answer questions

* Teach Patient and Family Advisors basic Ql and research concepts such as: IRB, consent and PDSA
cycles

* Welcome Patient and Family Advisor input in all phases of Ql and research including: Design,
Recruitment, Implementation, Data Analysis, and Dissemination of Results

* Process, integrate and apply Patient and Family Advisor input

* After Ql an research is complete, include Patient and Families in debrief and in publications and/or
presentations about findings

* Celebrate your collaboration and the improved processes and results
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Thank you
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