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Patient Participation and
the Role of Patient
Advocacy

Deborah E. Hoffman, MSW, LCSW
Program Manager, Center for Patients and Families

Presentation Objectives:
Involving Patients and Families

» Dana-Farber’'s Journey

« Beyond Focus Groups: Creating a
Sustainable Infrastructure

TR LA « Challenges
2™ Annual Congress of Japanese Society for Quality * Examples
Safety in H
mvmw%m.  Benefits of an Integrated
Tokyo, Japan Model
[ osanan Canern coniin ¥
Presentation Objectives: Dana-Farber

Involving Patients and Families

 Dana-Farber’s Journey

» Beyond Focus Groups: Creating a
Sustainable Infrastructure

Cancer Institute

* Federally designated
comprehensive cancer center in
Boston, Massachusetts

« Challenges = Principal teaching affiliate of

« Examples Harvard Medical School

= Benefits of an Integrated = Dana-Farber/Children’s Hospital Cancer Care
Model

» Dana-Farber/Brigham and Women's Cancer
Center

Impetus for Change DFCI and BWH Response

« 1995: Response to sentinel * Leadership needed to create real-time forum
patient safety event to hear concerns

» 1996: Leadership of Dana-Farber
and Brigham and Women'’s
Hospital announce joint venture

— BWH: All inpatient cancer care and
emergency services

— DFCI: All outpatient cancer care
« Patient and family members voice concerns

Consultation with the Institute for Family
Centered Care

* Town meetings: patients,
families, and staff

Initial discomfort and tension
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.

Leadership Commitment

« Courage to create a culture shift, despite tension

+ Decision to start small: patients and family members to

join existing committees and working groups
— Inpatient and outpatient redesign
— Patient education
~ “Glitch Rounds”

Turning point: Choosing patients’
choice of floor plan instead of physicians’

This is the right thing to do

Presentation Objectives:
Involving Patients and Families

» Dana-Farber's Journey
» Beyond Focus Groups: Creating a

Sustainable Infrastructure

* Challenges
« Examples
= Benefits of an Integrated

Model

Sustainable Infrastructure:
Patient and Family Advisory Councils

= 1998: Working groups led to
first Adult Council Meetings

« 1999: Pediatric Council

« Staff Leadership: commitment
to be visible but not dominant

PFAC Infrastructure

Founding members
— Time Commitment

- Handbook

— Bylaws

Monthly meetings
15-17 Active members
Patient and family co-chairs

Staff Liaison
Clerical Support

Role of PFAC member

« Provide feedback at monthly meetings

« Serve on standing hospital committees

« Participate on working groups and projects
« Generate priority initiatives

= Maintain confidentiality

+ Continually provide
expertise of the patient
experience

Presentation Objectives:
Involving Patients and Families

Dana-Farber's Journey

Beyond Focus Groups: Creating a
Sustainable Infrastructure
Challenges

Examples

Benefits of an Integrated
Model
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Challenges

= Costs

= Developing trust

« Differing points of view:
— patients/patients

— patients/staff
— staff/staff

» Creating healthy boundaries
* Non-defensive approach

« Transparency
* True willingness to listen

Presentation Objectives:
Involving Patients and Families

* Dana-Farber’'s Journey

* Beyond Focus Groups: Creating a
Sustainable Infrastructure

» Challenges
* Examples

» Benefits of an Integrated
Model

Committee Examples

Inpatient Care Improvement Team

— Monthly meetings to review patient satisfaction
and operational data

— Multidisciplinary membership

Teamwork
— Issues addressed: ]
* Clutter h :}fﬂ%i
- [= - R
noise L& l't‘?wﬂ
* Privacy in semi-private rooms L e
* Discharge plans

+ Emotional and spiritual support
— Results: Improved patient satisfaction scores

Additional Committees

* Quality Improvement/Risk Management
+ Patient Safety

* Ethics Advisory Council

MD/RN Operational Leadership
Patient/Family Communications |

* Process Flow: Reducing the i
Wait Time L

Advanced Care and Code Planning
New Building Design
Infusion Expansion

Examples of initiatives

Pediatric ED Fast track system
« Legislative Advocacy Network
Medication safety brochure
« Noise reduction efforts
Side by Side Newsletter

« Improving patient wait time
Patient Safety Toolkit
Lobby Makeover
Executive staff searches

Additional Initiatives

Tissue Banking informational video

« Maps and directions
» Parking policies
« Adolescent/Young

Adult Task Force
* Oral Chemotherapy
* Home Hydration
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Presentation Objectives:
Involving Patients and Families

Dana-Farber's Journey

Beyond Focus Groups: Creating a
Sustainable Infrastructure

Challenges

Examples

Benefits of an Integrated
Model

Benefits of an Integrated Model
* Improved patient AND staff satisfaction

» Initiatives done right the first time (cost savings)

« Providers and staff have ready access to the
patient and family perspective

« Patients, family members,
and staff have many common
goals and can work together
to achieve dramatic
improvements

.

Benefits (continued)

Patients can give back, get involved and
contribute to success

Patients and families lend a critical
voice to whether a change is
improvement

Partnership generates a sense of
teamwork and satisfaction

In Summary: Patient Participation
and the Role of Patient Advocacy

+ Commitment from top leadership essential
* |dentify current issues requiring improvement
« Start small

= Allow patients and families
to tell their stories

» Celebrate successes with
other departments

In Summary (continued)

Develop sustainable mechanisms to ensure
consistent patient and family involvement

Consider patient and family integration an
institutional priority

True involvement of
patients and families will
lead to better clinical
programs in all respects
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