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TODAY’S GOALS

• Recognize the importance of self-
assessment in evaluating family-
centered care.

• Understand ways to involve • Understand ways to involve 
patients/families in the education of 
staff.

• List five ways to engage families in 
implementing change.



Family-Centered Care

“Family Centered Care is an 
approach to health care that 
shapes health care policies, shapes health care policies, 
programs, facility design, and 
day-to-day interactions among 
patients, families, physicians, 
and other health care 
professionals.”



Are you ready to incorporate 
patient- and family-centered 

care into your practice?
Health professionals across all disciplines and in 
all care environments have the opportunity to 
advance the practice of patient and family-
centered care.  They do so by welcoming 
patients and families as partners in care –
acknowledging patient and family expertise and 
strengths, encouraging their input, and 
acknowledging the value of their observations 
and perceptions.  



A Checklist for Attitudes to be Done 
by Staff

1.  Do I believe that patients and families bring unique 
expertise to our relationship?

2.  Do I believe in the importance of patient and family 
participation in decision making at the program and policy 
level?

3.  Do I believe that patient and family perspectives  and 
opinions are as important as professionals?opinions are as important as professionals?

4.  Do I believe that patients and families bring a critical 
element to the team that no one else can provide?

5.  Do I consistently let others know that I value the insights of 
patients and families?

6.  Do I work to create an environment in which patients and 
families feel supported and comfortable enough to speak 
freely?



The Checklist is adapted from Jeppson, E. Thomas, J. 
(1994).  Essential Allies:  Families as Advisors, courtesy of 
the Institute for Family-Centered Care.

7. Do I listen respectfully to the opinions of patients and their 
family members?

8. Do I believe that patients and families can look beyond
their own experiences?

9. Do I clearly state what is required and expected of
patients in their advisory roles?patients in their advisory roles?

10. Do I help patients and families set clear goals for their
role?

11. Do I understand that an illness or other family demands
may require patients or family members to take time off
from advisory responsibilities?

12. Do I feel comfortable delegating responsibility to patients
and families?



Family Advisory Board (FAB)

• Developed in January 2003
• Consists of 21 families and 8 

Children’s Mercy staff
• Meets monthly
• Reports to the Executive Vice 

President, Co Chief Operating 
Officer 



Family Advisory Board (FAB)
Goals

• Promote a relationship in which 
CMH professionals and the family 
members work together to ensure 
the best services for the child and 
their familytheir family

• Promote supportive channels of 
communication between hospital 
staff and families

• Promote input and feedback on 
delivery of services for children 
and their families



FAB Goals
• Review issues referred to the 

Family Advisory Board and 
provide recommendations

• Provide input and participate in 
education of  health care 
professionals and all other professionals and all other 
hospital personnel

• Educate families in health care 
issues

• Provide input regarding program 
development, services and new 
facilities



Family Advisory Board (FAB)
Membership

• Parents or immediate family members 
of patients who have experienced a 
pediatric hospitalization or ongoing 
pediatric outpatient treatment

• In order to achieve representation • In order to achieve representation 
from the population served, there 
shall be parent representatives from a 
wide variety of pediatric specialties

• Members shall represent not only 
specific diagnoses but also the 
geographic areas and cultural 
diversity of the population served



Family Advisory Board (FAB)
Membership

In addition, the FAB membership shall consist of 
the following members or their designees:
– Executive Vice President, Co Chief 

Operating Officer
– Director of Child Life and Volunteer 

Services
– Director of Child Life and Volunteer 

Services
– Patient Advocate Manager
– Chief Nursing Officer
– Quality Improvement Physician
– Senior Director of Allied Health and Support 

Services
– Physician



Family Advisory Board Projects . . .
Family Bulletin Boards



Family Advisory Board Projects
“New Journeys” Handbook

“New Journeys” Handbook



“New Journeys”

• Immediate support to families 
experiencing a new diagnosis that is life-
limiting or chronic illnesses.

• Includes maps, basic medical terminology • Includes maps, basic medical terminology 
and definitions, resources and quotes from 
families

• Staff have distributed over 800 copies
• Available in Spanish



FAB projects . . . 
Inpatient Admission Family Notepad

• Parents and patients,
• This notepad is for your use. Please feel free to w rite down questions 

or notes you want to share with the staff or doctor s. Use it to write 
down things you want to remember. Some examples mig ht be: 

• What is my (or my child’s) diagnosis? 
• What causes this? 
• What can I do to feel better (or to help my child f eel better)? 
• What signs or symptoms should I look for, and who s hould • What signs or symptoms should I look for, and who s hould 

I report them to? 
• What medications do I (does my child) need? 
• What are they for? 
• If I feel differently (or my child is acting differ ently), how should I 

report this and to whom? 
• What do I need to know before I go home? 
• This notepad is provided to you by the Family Advis ory Board of
• Children’s Mercy



Family Advisory Board Projects

“Winning Communication” 
Video



Consejo de Familias 
Latinas/Hispanas

• Developed in March 2008 with 8 families and 4 
staff members in attendance.

• Consejo members learned about many helpful 
and important services available to them.and important services available to them.

• Staff members from various departments 
presented at the Consejo.

• Goals for 2009 will be expansion of 
membership, growth in internal group 
leadership, and emphasis on tangible projects.



Family-Centered Care Survey

• These in-depth self-assessment 
inventories provide detailed questions for 
interdisciplinary patient / family teams in 
hospitals and outpatient settings. They 
provide a way to assess patient- and provide a way to assess patient- and 
family-centered care in a hospital, clinical 
area, or practice, and to develop a plan to 
advance the practice of patient- and 
family-centered care.



Hospital Self Assessment Inventory 
– 10 Sections

• Leadership
• Mission and Definition 

of Quality
• Charting and 

• Patterns of Care
• Quality Improvement
• Information/Education 

for Patients and • Charting and 
Documentation

• Patients and Families 
as Advisors

• Patient and Family 
Support

for Patients and 
Families

• Personnel
• Environment and 

Design



Key Indicators Status
Perceived Priority for 
Change/Improvement

AVERAGES AVERAGES

Patients and Families as 
Advisors Leadership Staff FAB Leadership Staff FAB

Patients and families serve 
on hospital committees and 
task forces such as:

� Patient and family
education 3.69 4.00 3.75 2.18 2.25 3.00

� Quality improvement 3.08 2.14 4.50 2.27 2.29 3.00

� Patient safety 3.09 2.29 4.50 2.18 2.29 3.00

� Ethics committee 2.45 2.57 3.00 2.17 2.17 3.00

� Diversity/cultural
competency 2.73 1.86 3.50 2.00 2.43 3.00

� Patient care committee(s). 2.82 2.43 4.25 2.00 2.14 3.00

� Discharge/transition
planning 2.73 2.43 4.00 1.91 2.14 3.00



Key Indicators Status
Perceived Priority for 
Change/Improvement

AVERAGES AVERAGES

Patients and Families as 
Advisors

Leadershi
p Staff FAB Leadership Staff FAB

(Continued)
Patients and families 
serve on hospital 
committees and task 
forces such as:forces such as:
� End of life care 3.20 3.57 4.50 2.20 2.43 3.00

� Family design planning 2.25 1.88 3.00 2.17 2.13 3.00

� Staff recruitment and 
hiring process 1.92 1.75 2.00 1.73 1.75 3.00

� Service excellence 3.17 2.71 4.50 2.08 2.00 3.00

� Research and 
evaluation 2.36 2.57 4.50 1.73 1.86 3.00



Key Indicators Status
Perceived Priority for 
Change/Improvement

AVERAGES AVERAGES

Patients and Families as 
Advisors Leadership Staff FAB Leadership Staff FAB

Patients and families are 
involved in orientation and 
continuing education for:continuing education for:

� Employees 2.00 1.63 4.33 1.71 1.75 3.00

� Medical Staff 1.93 1.38 3.67 1.77 1.88 3.00

� Trustees 1.85 1.38 5.00 1.83 1.88 3.00



Key Indicators Status
Perceived Priority for 
Change/Improvement

AVERAGES AVERAGES

Patients and Families as 
Advisors Leadership Staff FAB Leadership Staff FAB

Patients and families are 
involved in teaching students 
and trainees. 1.80 1.86 3.25 1.93 1.71 3.00

There is a paid position(s) for 
a patient or family leader to 
facilitate the development of 
patient and family-centered 
initiatives. 3.69 3.38 4.20 2.00 1.88 2.60

There is a staff liaison 
assigned to patient and family 
collaborative endeavors 
hospital-wide. 3.50 3.14 5.00 1.85 2.00 3.00





Family-Centered Care 
Coordinators

• Member of the Family Advisory Board
• Attends hospital and community meetings as a 

parent consultant.
• Assists with policies and procedures so they • Assists with policies and procedures so they 

represent and display family-centered care 
values.

• Coordinate and provide education to Medical 
Students, Residents and Hospital Staff on 
family-centered care principles.

• Support families and provide information.



Parents Offering Parent Support 
(POPS)

• Parent volunteers are trained to provide 
emotional support to parents of a child with a 
new diagnosis.

• Over 20 parents have applied and interviewed to 
be mentors.

• We have already “popped” a number of parents 
together.



Listening to Family Voices

• Listening to family voices is a group of 
families who are willing to share their 
ideas and opinions about their 
experiences.  experiences.  

• Feedback is provided either by email, 
telephone, or mail.  

• Possibility of participation in projects 
related to their specific specialty or health 
care experience.



Family Time

• Program hosted by the 
Family-Centered Care 
Coordinators on inpatient 
units.

• Parents have an 
opportunity to connect opportunity to connect 
with other parents.

• Beverages and snacks 
are provided.

• Connected with over 
1000 family members in 
first nine months.



Patient/Family Experience Tracers

• Parent involvement in the evaluation of 
family-centered care which is part of our 
hospital mission. 

• Focus on the patient/family experience • Focus on the patient/family experience 
with the processes of care.

• Staff are able to understand the benefits 
and barriers to families as advisors.



Tracer Methodology 

• Conducted by choosing a patient and 
interviewing the patient/family during their 
encounter with the hospital system.

• Can be tailored to evaluate current issues • Can be tailored to evaluate current issues 
or areas of interest.

• Results used to establish system level 
priorities for improvement, and to drive 
quality improvement initiatives.



Family Experience Tracer QI Audit 
Tool Assessment

“Tell me why your child is here”:
1.  How was your child admitted to this unit?

______Through the ER
______Following a surgery or procedure
______A planned admission
______Admitted from a physician’s office______Admitted from a physician’s office

2.  Tell me about your experiences with staff at the time of 
admission.
Tell me about your experiences with staff at the beginning of a 
shift.

3.  Describe your experiences with the attending doctor caring for 
your child.

4.  In what way did you participate in rounds this morning?
5.  How have you been involved in making decisions about your 

child’s plan of care or treatment?



Audit Tool continued . . .
7.  From your perspective, how well do you understand your      

child’s treatment plan?
8.  What do the nurses say to you before they give your child 

medication?
9.  How do you feel the various staff members that come into 

your child’s room interact and/or introduce themselves?
10.  Describe your impression or comfort level during this 10.  Describe your impression or comfort level during this 

admission of the communication between staff during shift 
changes.

11.  If your child is being seen by different specialty doctors, 
describe your impression of how  you’ve been included in the 
plan or recommendations and how these are coordinated with 
the primary providers of care.

12.  What could Children’s Mercy do to improve your family’s 
hospital experience?



Teen Advisory Board (TAB)

• Formed in March 1999
• TAB commits to providing 

education and support to 
Children’s Mercy patients, families Children’s Mercy patients, families 
and staff

• TAB is a group of young adults with 
experience in a variety of 
diagnoses



Teen Advisory Board (TAB)

• TAB meets monthly, to work on 
projects that are nominated by 
TAB members and/or CMH staff

• TAB is co-chaired by the Patient 
Advocate Manager and the Child 
Life Manager



Teen Advisory Board (TAB) 
Accomplishments

• “All About Me”
• Multiple Fundraisers
• Care Bags for Patients in Crisis
• Surgery Information Book
• Patient Activities• Patient Activities
• Teen Pain Management Brochure
• Reinstatement of Surgery T-Shirts
• Young Adult Guidelines
• Pre Surgery Teaching Video
• Design of Hospital Cafeteria and Teen 

Room



Resources

• www.familycenteredcare.org
• www.childrensmercy.org
• Linda Taloney   ltaloney@cmh.edu
• Sheryl Chadwick   sachadwick@cmh.edu• Sheryl Chadwick   sachadwick@cmh.edu
• DeeJo Miller   dkmiller@cmh.edu


