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n outpatient complex care clinic serves chil-
dren and young adults with complex medical 
conditions and technology dependence. The 

primary objective of this clinic is maximizing health 
maintenance by helping families identify unmet needs 
and corresponding goals for their child’s care. A gap 
analysis identified a lack of a standard method for 
identifying and documenting goal discussions with 
families. It also revealed the need to broaden the scope 
of these discussions to include family-centered goals. 
Although the project was conducted with a medically 

complex pediatric population, the intervention and 
process tools are applicable to any population where 
goal setting, discussion, and documentation are 
priorities.

Children with medical complexity (CMC) have 
multiple chronic conditions and functional limita-
tions, and require high healthcare and related service 
use.1 Representing a small subset of children and youth 
with special healthcare needs, less than 1% of US chil-
dren are considered CMC, but they account for as 
much as one-third of overall pediatric healthcare 
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spending.2,3 CMC require integration of primary care, 
specialty care, and community resources to maintain 
health and optimize quality of life, but the array 
of  providers and services frequently lead to care 
fragmentation.1,4,5

The Triple Aim, developed by the Institute for 
Healthcare Improvement, is a framework used globally 
by healthcare organizations to simultaneously improve 
overall population health, reduce healthcare costs, and 
improve the patient-care experience.6-8 Care coordina-
tion is a recognized strategy to achieve the Triple Aim.9 
It is evidence-based and incorporates assessment, goal 
setting, care planning, and continuous monitoring to 
reduce care fragmentation.10-12

For populations with chronic and/or unpredictable 
health conditions, goal identifi cation, discussion, and 
planning help families and providers identify priorities 
and improve communication.13 These essential ele-
ments of care coordination assist in identifying patient 
strengths, care gaps, and activities that matter to 
CMC.14 Family functioning and family health are im-
portant health outcomes for CMC.15 Understanding 
family strengths and needs, and identifying obtainable 
goals that optimize family caregiving are identifi ed 
research priorities.16

Clinicians need skills and tools to engage the family 
and encourage participation in care decisions, includ-
ing goal planning.17 NPs are well positioned to deliver 
family-centered care coordination, including goal 
identifi cation.18 NP scope of practice is grounded in 
critical thinking and problem solving, ideal for ad-
dressing the health and psychosocial needs of medi-
cally complex populations.19

This evidence-based, quality improvement (QI) 
project piloted a family-centered goal-planning tool in 
a complex care clinic. The Iowa Model, which is used 
to guide system changes, was the evidence-based prac-
tice model used to achieve this aim.20 When a need has 
been identifi ed, the Iowa Model supports gathering and 
synthesizing evidence to support a change, then pilot-
ing the proposed change, and finally assessing and 
evaluating the change. If the pilot is successful, results 
are disseminated and followed by widespread imple-
mentation. Additionally, a Plan-Do-Study-Act (PDSA) 
model was used to improve and accommodate opera-
tional aspects of the intervention.21 Following the prin-
ciple of evidence-based practice, current evidence, 
patient preference, and clinician expertise were consid-
ered in the pilot evaluation.

 ■ Methods
Setting. The setting for this project is an outpatient 
complex care clinic that serves CMC up to age 26 years. 
The clinic is in a nonprofi t, independent midwestern 
health system that provides specialty and subspecialty 
inpatient and outpatient services to children and 
adults with childhood-onset disabling conditions. 
Commonly treated conditions include cerebral palsy, 
epilepsy, muscular dystrophy, brain and spinal-cord 
injuries, spina bifi da, and other genetic anomalies. A 
detailed description of the clinic and the role of the 
NP in the clinic was previously published in the June 
2020 issue of The Nurse Practitioner.22

All complex care clinic appointments are conduct-
ed by dedicated physicians and NPs. Due to patient 
complexity and comorbidities, the initial clinic ap-
pointment is 2 hours with a primary focus on develop-
ing a patient-centered care plan and roadmap that 
coordinates the various aspects of a child’s care. The 
evaluation also addresses ongoing medical care needs, 
community resources, as well as communication and 
coordination with primary care and subspecialists. 
Subsequent clinic appointments occur every 6 to 12 
months, are 1 hour in duration, and include a review 
of the child’s condition and modifi cation of the care 
plan and roadmap as needed. Primary care provider 
(PCP) partnership is promoted with a verbal handoff 
from the complex care provider to the PCP after every 
clinic visit and whenever the plan of care changes.

Stakeholders for this project included all complex 
care clinic staff (physician and NP providers, nurses, 
and the care manager and administrative assistant), 
the organization’s nurse researcher, and the project 
leader. Secondary stakeholders included the families 
of patients seen in the clinic. Complex care clinic 
NPs and physicians are skilled at facilitating goal 
discussions focused on medical or clinical need. 
These discussions are documented in the electronic 
health record (EHR). Review of documented goals 
during a state-level medical home certifi cation evalu-
ation revealed the need for a consistent method of 
discussing and documenting goals during the initial 
clinic visit and a consistent approach for follow-up 
at future clinic visits.

Based on review and synthesis of the literature, the 
Post-Encounter Action Grid was chosen as a tool to 
address both concerns.23 The tool was developed by 
Boston Children’s Hospital in partnership with fami-
lies of CMC to encourage families and providers to 
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discuss goals and identify actionable items during a 
patient encounter.24 Permission to modify the tool to 
meet organizational requirements was obtained from 
the developers at Boston Children’s Hospital.

 ■ Intervention
An earlier goal-planning initiative for the inpatient care 
management program at the authors’ health system 
tested use of the Post-Encounter Action Grid for family 
identifi cation of post-discharge goals.25 Families found 
it diffi cult to articulate goals beyond leaving the hospi-
tal, and the authors recommended the use of prompts 
to help families think about broader goals.25 Incorpo-
rating lessons learned from this pilot, the project leader 
worked with the organization’s parent advisors, care 
management team, and nurse researcher to develop 
example goals from six broad domains: activities of 
daily living, social services/fi nancial, medical/health, 
family-centered, education, and environmental.25 The 
modifi ed Post-Encounter Action Grid and example 
goals were combined to create a goal-planning tool 
labeled the Action Grid Packet. Referred to in this man-
uscript as the packet, its purpose is to facilitate goal 
discussions and documentation between provider, pa-
tient, and family. The packet is a two-page, English-only, 
paper tool that is completed in partnership with the 

NP. Goals, action, responsible person, a timeline for 
completion, and a contingency plan for barriers are 
documented on the fi rst page. (See Action Grid Packet.) 
Example goals are listed on the second page. (See Goal-
planning examples.) Reading level was not evaluated.

Following development, participating clinic team 
members (three NPs and fi ve clinic nurses) received 
education that included packet purpose, intended use, 
EHR documentation, and how to introduce and ex-
plain the packet to families. The education occurred 
during a weekly staff meeting and in one-on-one ses-
sions. The NP used best judgment to determine the 
amount of time allotted to discuss goals. Formal com-
munication skills training was not provided for NPs 
as this is considered a key NP competency.

 ■ Implementation
The intervention was limited to patients being seen 
for their initial complex care clinic appointment with 
one of the three participating NPs. Non-English-
speaking families were eligible if the interpreter work-
ing with the family was willing to translate the packet. 
The initial clinic visit was chosen for this project be-
cause the patient’s care plan and roadmap, which 
require goal discussion and planning, are developed 
during this visit. The NP facilitated goal planning by 

Action Grid Packet

Patient Name: MR: DOB:

Provider: Date of Service:

Parent/Caregiver Name: Preferred Contact Information (phone and/or email):

Contact Information: If phone, best time to call:

Phone:

Goals

Identify a short-term goal 
you would like to achieve 
for yourself, your child, or 

your family.

Action

What needs to happen 
to reach this goal?

Who

Who is responsible 
for completing this 

action?

When

What is the 
timeline that the 

action needs to be 
completed by?

Contingency

If there is an issue 
or barrier, what are 

next steps?

*For Families/Caregivers: Please focus on contributing ideas to section highlighted in blue (Patient Goals)

We want you to identify a short-term goal. Please read through the following list of ideas and think about something you 

would like to accomplish in the next few weeks. You will be able to discuss this worksheet and your goal with the APRN 

you are seeing today. Your short-term goal will be included in your discharge planning and clinic note.

Action Grid © 2017 Boston Children’s Hospital, Department of Accountable Care and Clinical Integration
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encouraging the family to identify one or more goals, 
the action needed to complete the goal(s), the respon-
sible person and timeline for completion, and a con-
tingency plan in case of a barrier to completion. The 
NP documented this information using the packet. At 
the end of the clinic visit, a copy of the completed 
packet was given to the family and the original was 
stored in a locked clinic area for later use during 

intervention evaluation. The NP included goals listed 
on the packet in the EHR clinic visit note. This process 
was chosen over scanning the handwritten packet into 
the EHR based on the pilot status of the intervention. 
Families that used the packet for goal identifi cation 
were contacted 2 to 3 weeks after the clinic appoint-
ment by a nonclinical team member to assess goal 
completion, and additional assistance to achieve the 
goal was provided, if indicated.

Measures. Process measures and implementation 
fi delity as well as outcome measures determined packet 
usefulness. Implementation fidelity was defined as 
uptake of the intervention protocol by clinic staff and 
was measured by the number of patients who: were 
scheduled for an initial complex care clinic visit and 
eligible for the intervention; were given the intervention 
packet by the rooming clinic nurse; and had docu-
mented packet goals. Packet usefulness outcome mea-
sures were assessed for NP providers and families. For 
providers, usefulness was defi ned as inclusion of packet 
goals in formal visit documentation and measured as 
an agreement between goals documented on the packet 
and goals documented in the clinic visit note. For fami-
lies, packet usefulness was defined as the ability to 
complete packet goals and measured by post clinic visit 
assessment of the number of packet goals achieved.

A project-specifi c, postintervention survey created 
by the project leader was completed by the three par-
ticipating NPs. Personal opinions and insights about 
usefulness of the packet, individual experiences, recom-
mendations for changes, and positive and negative as-
pects were solicited with open-ended questions. No 
psychometric reporting was conducted for this survey.

Analysis. Process and outcome measures were ana-
lyzed with descriptive statistics. Goals documented on the 
packet forms and responses from the postintervention 
survey were treated as qualitative data and analyzed using 
simplifi ed content analysis. Content analysis is a qualita-
tive research method for generating reliable and valid 
conclusions from text.26 An iterative and inductive ap-
proach was conducted by the QI project lead, reading and 
categorizing the qualitative data to identify emergent 
themes.27 No a priori themes were used.

Ethical considerations. Goal-planning discussions 
with families and corresponding documentation in the 
EHR are clinical expectations of this clinic’s  providers. 
The QI project was reviewed by the health system’s 
Institutional Review Board and determined to not 
require human subject oversight.

Goal-planning examples

Activities of Daily Living

 1. Arrange for extra support at home.

 2.  Start a resource list or internet library of reliable re-

sources related to your child/young adult’s diagnosis.

Social Services/Financial

 1.  Meet with county case manager or social worker. 

Ask for assistance and/or learn about your benefi ts.

 2.  Understand insurance, such as copays, deductibles, 

out-of-pocket expenses.

 3.   Find out how to become a paid patient care assistant.

 4.  Learn more about your family fi nances.

Medical/Health

 1.  Arrange for adequate supplies/equipment at home.

 2.  Make an appointment with primary care provider. 

Schedule vaccinations, such as infl uenza.

 3. Make dental appointment.

 4. Learn about your child/young adult’s medications.

 5.  Keep a log/diary of your child/young adult’s medical 

needs and history.

 6.  Establish patient portal access to Gillette and review 

your child/young adult’s clinic notes and plan of care.

 7.  For non-English speakers, learn how to use the inter-

preter phone line to speak with Gillette staff.

 8.  Learn to change a gastrostomy tube or learn to 

catheterize your child/young adult.

Family Centered

 1.  Stay connected with important people in your child/young 

adult’s life, such as grandparents, family, and friends.

 2.  Devote more time to siblings and spouse. Take time 

for yourself.

 3.  Pay attention to your own or your child/young adult’s 

mental health and seek help if needed.

 4.  Voice your religious and spiritual beliefs.

 5.  Participate in a parent support group/network, such 

as Family Voices or Pacer.

Education

 1.  Meet with school or transition program staff/nurse. 

Discuss plan for education and support while in 

school. Discuss homeschooling.

 2.  Learn about individualized education programs and 

accommodations.

Environmental

 1.  Perform a safety evaluation of your home – check 

smoke/carbon monoxide detectors, change furnace 

fi lters, etc.

 2. Take a CPR class.
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 ■ Results
Consistent with PDSA cycles, modifi cations were made 
during implementation of the project based on feed-
back from clinic staff. Initially, the packet was given to 
families at clinic check-in for review in the clinic wait-
ing room. Questions about the packet purpose and 
completion prompted revision of this process. The 
process was modifi ed, and families received the packet 
from the rooming clinic nurse, along with direction 
to review the form prior to meeting the NP. During 
the 3-month intervention period, 30 patients were seen 
for their initial complex care clinic appointment by 
one of the participating NPs and were eligible for the 
QI intervention. Twenty-five (83%) of the eligible 
families received the packet during the clinic appoint-
ment. Five families did not receive the packet because 
of staff miscommunication regarding who would dis-
tribute it or family declining participation in the proj-
ect. The average age of patients was 8.7 years (range 1 
to 24 years). Two families were non-English-speaking. 
Of the 25 families that received the packet, 15 (60%) 
discussed and documented goals using the packet. 
Neither non-English-speaking family completed the 
packet due to diffi culty by the interpreter translating 
the concepts. The remaining eight families did not 
complete the packet due to lack of time during the 
clinic visit.

Packet usefulness was determined from the 15 pa-
tients with handwritten goals on the saved packet. The 
NPs included the packet goals in eight (53%) EHR-
documented clinic visit notes. Nine families (60%) 
indicated achievement of packet goals within 2 to 3 
weeks of the clinic visit.

Themes that emerged from the qualitative inquiry 
provide contextual insight into implementation fi del-
ity and packet usefulness fi ndings. One theme refl ected 
the overwhelming needs of the CMC population and 
their families and was identifi ed in both data sources. 
For the NPs, the initial clinic visit focused primarily 
on assessment and evaluation of the child’s complex 
medical and care coordination needs and consumed 
most of the 2-hour initial appointment. For some 
families, goal discussion was a new concept. Others 
felt unprepared to have goal discussions during the 
initial visit. Many focused on their child’s physiologic 
needs during the 2-hour appointment, and this limited 
their ability to review, discuss, or complete the packet. 
These factors contributed to both NPs’ and families’ 
inability to use the packet as intended. They also 

explain why only 15 of the 25 families that received 
the packet discussed and documented goals using the 
tool.

The subsequent plan of care developed by the NP 
at the initial clinic visit focused on goals that met the 
child’s immediate health needs. The dominant theme 
of goals listed by families on the packet was their child’s 
medical complexity with a focus on immediate and 
long-term medical concerns. Examples included ob-
taining an infl uenza vaccination, scheduling recom-
mended appointments, keeping a sleep diary, doing 
more research related to a hereditary disorder, and 
changing a gastrostomy tube. Non-health-related 
goals, such as becoming more active as a family, speak-
ing with a social worker, and developing coping skills, 
were expressed infrequently. Identifi cation of long-
term medical goals by families offers insight for why 
only 60% of families achieved their goals 2 to 3 weeks 
after their clinic visit.

The fi nal theme providing context to fi ndings was 
usefulness of the packet to NP workfl ow. Although the 
packet served as a helpful reminder for family goal 
discussions, NPs did not view it as a useful framework 
for documenting goals during the clinic visit or for 
later documentation in the clinic visit note. This could 
explain why only half of completed packet goals were 
listed in the clinic visit note. Equally important, clinic 
notes for patients whose families did not complete the 
packet had goals listed in their plan of care and re-
fl ected NP knowledge that goal discussions were best 
practice and critical for care coordination.

 ■ Discussion
This QI project implemented a family-centered goal-
planning tool during a patient’s initial visit to a pedi-
atric complex care clinic. This was a signifi cant system 
change because the initial clinic appointment focused 
primarily on evaluation of unmet medical needs and 
left little time for focused goal discussions. Findings 
revealed the challenges of implementing the goal-
planning tool and provided insight into process modi-
fi cations that would enhance usefulness and value of 
the tool.

Goal planning is foundational to family-centered 
care coordination and framing these discussions in the 
family perspective helps align family and clinical pri-
orities.14 A newly implemented program identifi ed a 
fi ve-phase, multimonth approach to family-centered 
care coordination, with goal planning initiated at phase 
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four.12 Earlier phases focused on relationship building 
with patient and family, which allowed success in later 
phases.12 This project implemented goal planning be-
fore a relationship was established with mediocre suc-
cess. This fi nding adds to the evidence regarding the 
importance of relationship building in family-centered 
care and has implications for practice.10 The authors 
recommend initiating family-centered goal planning 
at follow-up, not initial clinic visits, and including the 
clinic registered nurse care manager. The care manager 
is the families’ primary contact for clinic visit follow-
up and assistance between visits. Developing a rela-
tionship with the family is key to this role and involving 
the care manager in goal discussions would facilitate 
family-centered goal planning.

This project focused on CMC, but findings and 
lessons learned translate to other populations. The 
authors found families ill-prepared for goal-planning 
discussions, similar to families of hospitalized CMC 
who had diffi culty identifying postdischarge goals.25 
Although the authors worked to mitigate this challenge 
with goal examples in various domains, the results did 
not improve. This differs from prior reports of success-
ful goal planning with adult primary care patients and 
young adults with spina bifi da.28,29 Unlike this project, 
these settings implemented goal planning after a rela-
tionship was established and demonstrated the value 
of the multiphase care coordination approach.12,28,29

This QI project had limitations that could infl u-
ence the fi ndings and generalizability. This complex 
care clinic was established 18 months before project 
implementation. Patient volume increased rapidly 
during the project and clinic staff had diffi culty adding 
new tasks such as the packet to their workfl ow. The 
packet was available in English only, and interpreters 
struggled to translate the information in the time pro-
vided. Finally, the packet was only piloted during initial 
clinic visits. It is unknown if the tool would have 
greater utility if used at follow-up clinic visits, but evi-
dence suggests this possibility.

 ■ Conclusion
Optimal care for CMC includes patient- and family-
centered goal planning, which can ultimately impact 
the Triple Aim by improving patient experiences, reduc-
ing cost, and improving overall population health.8 
Family-centered goal discussions are a priority of the 
clinic team, but the initial appointment was not ap-
propriate for these discussions. Goal-related discussions 

should occur during subsequent follow-up appoint-
ments after a relationship is established, for maximum 
value. This key fi nding illustrates how value within the 
Triple Aim should be defi ned and measured. Value to 
the patient (achieve goals, stay healthy) and provider 
and care team (assess and maximize health) are often 
overshadowed by measures of value to the system (min-
imizing cost).30 Process improvement and research ini-
tiatives for CMC must incorporate an understanding 
of what is valued by patients, their families, and their 
care team to address the lack of patient- and family-
reported humanistic outcomes in CMC research.30,31 
This project is a small step in recognizing both value 
and outcomes for patients, families, and providers. 
Future initiatives must continue this work. 
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