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Overview

As hospitals and health care systems implement patient- and family-centered
practices, they are recognizing the importance of establishing paid positions for
patients and family leaders. Given this, the Institute for Family-Centered Care often
receives requests for information about hiring patient and family leaders—
specifically regarding position structure, title, and salary range.

In an effort to capture baseline information, the Institute launched an informal
voluntary Zoomerang™ survey for patient and family leaders hired by their health
care organizations. The Institute included the survey on its website, distributed the
survey to members of the Patient and Family Advisors/Leaders of Advisory Councils
(PFAC) for Hospitals listserv, and invited patient and family leaders to respond via a
survey link published in the Institute’s electronic newsletter, Pinwheel Pages. The
survey yielded 43 responses over a two-week period in March 2010. The Institute
highlighted the results at the Hospitals and Communities Moving Forward Intensive
Training Seminar in Dallas, TX, on April 21, 2010 in the session, Creating Paid
Positions for Patient and Family Leaders: Key Considerations.

Survey Summary

The survey information offers a view of what is happening around the country.
According to the survey results, 65% of respondents had not previously worked in a
health care system before being hired in their current role as a patient/family
leader. Fourteen percent of the respondents have been employed in their position
for more than nine years, 33%, have been paid patient/family leaders for three to
five years, 21% have been in their position for one year or less (see Table 1). Sixty-
seven percent of the respondents work full time (see Table 2).

The survey reveals a variety of position titles, areas of practice, and department
sizes. Position titles include: Patient- and Family-Centered Care Coordinator-49%,
Patient/Family Leader-19%, Patient- and Family-Centered Care Specialist-7%,
Patient- and Family-Centered Care Consultant-5%, and Director-12%, with 9%
responding as Child Life Specialists. Fifty-six percent of survey respondents work in
pediatrics, 34% in the NICU, and 10% in adult services (see Table 3). In their paid
positions, 18% of the respondents indicated that they are the sole individual in their
department while 28% work with 1-2 others and 28% work with 3-5 others. Fifteen
percent work with a staff of 6-10 and 10% work with a team of more than 11 staff
members. Only 35% of the respondents supervise other employees.

The organizational hierarchy determines the reporting structure. People working as
paid patient/family leaders are responsible to various people within the
organization such as: the President/CEO, Chief Nursing Officer, Senior Vice



President of Clinical Operations, Vice President of Medical Affairs, Vice President of
Office of Patient-Centeredness, Director of Social Services, Director of Child and
Family Support Services, Nursing Manager, or Operations Manager.

Positions and Salary Ranges

PFCC Coordinator N=21
$32,000 - $39,634 14%
$45,000 - $49,000 33%
$52,000 - $58,408 19%
$62,586 - $69,000 24%
$96,769 - $98,000 10%
Patient/Family Leader N=8
$41,720 - $50,064 62%
$52,150 - $55,279 25%
$75,000 - $77,000 13%
PFCC Specialist N=3
$20,000 - $22,000 33%
$50,000 - $60,000 67%
PFCC Consultant N=2
$75,000 - $90,000 100%
Director N=5
$44,000 - $52,000 40%
$65,000 - $75,000 40%
$85,000 - 100,000 20%
Child Life Specialist N=4
$35,000 - $52,180 100%

Open-Ended Questions
The survey included several open-ended questions about programming. Highlights
of participant responses are summarized below.

What Are the Major Accomplishments You Have Achieved as a Paid
Patient/Family Leader?

1 Trained more than 200 volunteer parents to be mentors and/or work on

councils within the hospital.

1 Established a working board of directors that is involved in every aspect of
our program. Directors include pediatricians, neonatologists, a marriage and
family therapist, physical therapist, and business people. Over 50% are
family members.

Expanded program from one part-time position to 8-10 staff.
Hired staff—4 full-time, 4 part-time.
Produced a video now being used in several hospitals.
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1 Assisted in training and/or orientation of residents, new nurses, child life
specialists, chaplains, etc, at the hospital system.

1 Added Family Partners to key hospital committees such as Patient Safety and
Ethics.

1 Designed PFCC department page on the internal website where associates

can access resources, education, and direct links to all PFCC information.

Led the initiative to create a Family Resource Center.

Invited to the Executive Leadership Meetings.

Created a Family Faculty Program with the first panel presentation to the

Pediatric Residents.

Revised training material for Family Advisors.

Assisted with the planning, development, and implementation of revised shift

change report process (at bedside with families participating).

Established Nurse Champions for Family-Centered Care on every unit.

Conducted a presentation on family-centered care at all site orientations with

a parent from the family advisory council.
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What Are Your Goals for this Year?
Education

1 Develop and implement ongoing patient- and family-centered care
education and training programs for staff and families.

9 Create on-line patient- and family-centered education modules.

1 Improve teaching materials.

1 Include patient- and family-centered care presentation in all new hire
orientations.

Support
1 Create a Peer-to-Peer program.
1 Establish parent mentoring program.
1 Create Parent-to-Parent program.
1 Develop Patient and Family Advisory Council for Health Care Home
(adult primary care).
1 Develop and staff newly created Resource Center.

Other

Increase parental presence on rounds.

Involve patients and families in the plan of care.

Create a Bill of Rights for Children and Teens.

Develop Outreach Program to military families with children who
have disabilities.

Incorporate PFCC principles into Emergency Department.

Build Advisory Councils at regional sites (17 regional clinics).
Improve cultural competence.

Implement unit rounds to individually connect with unit managers
and unit staff to support patient- and family-centered care.
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What Are Your Biggest Challenges in this Role?
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Resistance to change from staff.

Lack of understanding of position and not having clear job responsibilities.
Engaging and embedding a greater diversity of families into our programs—
age, gender, socioeconomic status, marital status, distance traveled, culture,
and diagnoses/services used.

Funding additional staff to assist with all the work planned.

Partnering with long-term staff members who consider core PFCC changes to
be threatening to long-standing protocols.

Physician buy-in.

The lack of evidence-based studies regarding the benefits of patient- and
family-centered care.

Convincing staff this position is not a threat.

Too many opportunities, not enough time or help to work on them
effectively.

Creating uniform patient- and family-centered culture across institution,
especially from pediatrics to adult care units.

Table 1.
Years in Position
More than 9
‘1‘:‘: 1 Year or Less

21%

| 6 -8 Years
9% &1 Year or Less
&1 -2 Years
-3 -5 Years
46 -8 Years

“ More than 9 Years

Table 2.

Full-Time vs. Part-Time

& Part-Time
& Full-Time




Table 3.

Clinical Area

W NICU
& Pediatrics
Adult

Resources:
To see samples of position descriptions from health care organizations, go to:
http://www.familycenteredcare.org/tools/position.html

To read about patient and family leaders in paid positions, go to:
http://www.familycenteredcare.org/advance/pafam.html
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