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I believe that there is something for everyone in this
Journal, and I want to extend my thanks to the authors for
their time and willingness to share their expertise.  Concepts
presented in these manuscripts need to be applied to the
readers’ professional life care planning practice.  So many
people from the past and present have laboriously
contributed to this issue, which is abundant with information
dealing with concerns of life care planners, both research-
and practice-oriented.  This edition has been a labor of love
by so many people who I personally want to thank.  

Larry Vogel, M.D., coordinated with Kathy Zebracki,
Ph.D., on an article regarding the long-term outcomes of
pediatric-onset spinal cord injury which discusses the
development of a life care plan and the comprehensive areas
of research that should be addressed throughout the
individual’s life and the implications of the spinal cord injury.
Besides being a very informative article that we will be able
to utilize in our life care plans, we also have the opportunity
to earn Continuing Education credits from this article.

I also want to thank Tanya Rutherford Owen, Ph.D.,
Melissa Jones Wilkin, M.S., and Brandy Kilpatrick, M.S.,
who contributed their research on critical elements of home
health service provisions in a life care plan that are often the
most costly areas addressed.  This article stresses that it is
imperative that the life care planner fully understands how
home care is provided, the cost associated with each type of
service provision, how to identify resources for service
provision, and the indirect costs associated with family
members providing home care.  

Michael Shahnasarian, Ph.D., worked tirelessly with a
team, consisting of Gerri Pennachio, M.A., Karen Preston,
PHN, and Roger Weed, Ph.D., to address the historical
perspective of the Fellow Program.  Dr. Shahnasarian
patiently coordinated the collaborative effort that went into
the article which addresses important questions in the Fellow
program and can serve as a stimulus in its evolution, as well
as their thoughts and comments as we move forward.  This
article then went to Tracy Albee, RN, who provided her input
and updated the readers on the status of the renewal process
and their goals to increase the Fellow Program.  It is
important to note that this project began in March 2015.

Additionally in this edition of the Journal, there is a
comprehensive summary of the 2015 International
Symposium on Life Care Planning, written by Debra Berens,
Ph.D., as well as a comprehensive summary of the historical
perspective of the pre-conference Summit, including the
Consensus and Majority Statements that evolved from the
Summit, provided by Cloie B. Johnson, M.Ed.  It is important
to note that the Foundation for Life Care Planning Research

and the International Association of Rehabilitation
Professionals, in co-sponsorship with The Care Planner
Network and the Institute of Rehabilitation Education and
Training, hosted the 21st Annual International Symposium
on Life Care Planning held in Scottsdale, Arizona, September
19 to 20, 2015, with the pre-conference workshops on
September 17 and the 2015 Life Care Planning Summit on
September 18.  Included are photographs of the five awards’
recipients and a description of their tireless commitment to
life care planning and research.

In the LCP Practice Musings column, Robert Taylor,
M.A., discusses recent court decisions and peer-reviewed
papers written by forensic economists who have raised
serious questions, especially in the minds of defense
attorneys about the value of the Life Care Plan and its role in
a forensic case.

Hand in hand with Robert Taylor’s column is a Prologue
discussion on the Collateral Source Rule and the ACA
implications for Life Care Planning.  It is important to note
that Cloie B. Johnson, M.Ed., Timothy F. Field, Ph.D., and
Anthony J. Choppa, M.Ed., began the development of this
program over a year ago.  Additionally, there have been many
updates to the material, with the changes occurring in the
courts and practices of life care planners, that are
summarized in the article.

Dana Weldon’s column, The Canadian Circle and
Beyond, has an article written by Peter Lightbody of Richards
Buell Sutton LLP which was originally published in the
Richards Buell Sutton Insurance Law Newsletter, August
2010.  It has been authorized for reprint here by Mr.
Lightbody and provides a comparison of awards between
British Columbia and Ontario.

Finally, let’s not forget the most important article and
continuing education column, Ethics Interface.  We all need
our Ethics credits, and this article has Continuing Education
credits attached to it.  The ethical dilemma discusses working
on a plaintiff side of a case.  During an evaluation, a life care
planner became aware that the plaintiff was selling opioid
medications.  A discussion ensued as to how to proceed with
this dilemma. I want to thank Nancy Mitchell, M.A., for her
continuing efforts in chairing the committee that produces
these articles on a quarterly basis.

I hope to hear from all of you, or as many as possible,
throughout the year.  I welcome your thoughts and ideas for
future articles that you would like to see published in the
Journal of Life Care Planning.

Dianne Simmons Grab, M.A., CCM, CDMS, CLCP
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Long-Term Outcomes of Pediatric-Onset Spinal Cord Injuries:
Implications for Life Care Planning
Lawrence C. Vogel, M.D., and Kathy Zebracki, Ph.D. 

Journal of Life Care Planning, Vol. 13, No. 4, (3-10)
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Abstract: 
Development of a life care plan for youth with spinal

cord injuries (SCI) requires a thorough understanding of the
natural history of pediatric-onset SCI, including psychosocial
outcomes and secondary health conditions.  The life care plan
must be comprehensive and individualized, accounting for
the unique developmental aspects of youth with SCI across
their lifespan.  From birth through young adulthood and into
late adulthood, changes occur in all domains of an
individual’s life including cognitive, psychosocial, familial,
cultural, physical, and medical.  Understanding the natural
history, unique features, and long-term outcomes of
pediatric-onset SCI assists in identifying future needs,
including allocation of resources for the prevention and
management of secondary health conditions, potential for
employment and independent living, and the effect of aging.
Therefore, the objective of this paper is to describe long-term
outcomes of individuals with pediatric-onset SCI and discuss
the implications of these outcomes on life care planning, with
an emphasis on developmental issues throughout the
lifespan. 

Developing Life Care Plans for Youth with Spinal Cord
Injuries

Developing life care plans for youth with spinal cord
injuries (SCIs) requires a thorough understanding of the
natural course of the disorder, including psychosocial
outcomes and secondary health conditions, as well as stages
of human development (Riddick-Grisham, & Deming, 2011;
Vogel, Reed & Krause, 2014).  A life care plan for a child
with a SCI must be comprehensive and individualized,
accounting for the unique developmental aspects of youth
with SCI across the lifespan.  From birth through young
adulthood and into late adulthood, changes occur in all
domains of an individual’s life including cognitive,
psychosocial, familial, cultural, physical, and medical.  For
example, due to physical growth, young children will
outgrow their wheelchair at a faster rate than adults with SCI.
Moreover, older adults with paraplegia may be more likely to
use a power wheelchair due to upper extremity overuse
syndrome than adolescents.  Understanding the natural
history of pediatric-onset SCI assists in identifying future
needs, including allocation of resources for the prevention
and management of secondary health conditions, potential
for employment and independent living, and the effect of
aging.  

Developmental stages are typically categorized as
infancy and early childhood (0 to 5 years), early school-aged
children (6 to 12 years), adolescence (13 to 17 years),
emerging adulthood (18 to 25 years), young adulthood (26 to
39 years), middle adulthood (40-64), and late adulthood (65
years of age and older).  Certain developmental stages are
characterized by significant psychosocial and cognitive
changes such that additional interventions, such as physical
and occupational therapy and psychological treatment,
should be considered to maximize independence and
successful progression through these transitional times.  As
an example, during emerging adulthood, normative
milestones include employment, independent living,
financial independence, and meaningful social relationships.
Therefore, psychological and vocational counseling are
useful in facilitating independence and self-management. 

A life care plan must also take into account secondary
health conditions that may affect individuals with an SCI
along with preventative measures and treatment, including
medications, rehabilitation, bracing, surgery, or
hospitalization.  Lastly, the individual’s neurological
impairment, cognitive functioning, age at injury, and life
expectancy, which is impacted by neurological impairment,
need to be taken into consideration when developing a life
care plan.

The objective of this paper is to describe long-term
outcomes of individuals with pediatric-onset SCI and discuss
the implications of these outcomes on life care planning.  The
unique features of pediatric-onset SCI that impact life care
planning, especially developmental issues throughout the
lifespan, will be highlighted.

Materials and Methods
Since 1996, our research team has conducted a

longitudinal study of the outcomes of adults aged 19 years of
age or older who sustained a SCI during childhood or
adolescence (0-18 years) (Zebracki, Chlan, & Vogel, 2014).
This is the largest known database of medical and
psychosocial outcomes of pediatric-onset SCI.  Participants
received care at one of the three pediatric SCI specialty
programs at Shriners Hospitals for Children, did not have
significant brain injuries, and were English speaking.  The
sample was economically diverse and from a broad
geographical area, from several regions in the United States
as well as abroad.  On an annual basis, the adults with
pediatric-onset SCI were interviewed in person or by



telephone beginning at 19 years of age, utilizing a structured
questionnaire and standard measures.  A structured
questionnaire designed for this study assesses demographic,
injury-related, medical, and social factors.  Impairment is
measured using neurological level and the American Spinal
Injury Association (ASIA) Impairment Scale (AIS) as
defined by the International Standards for the Neurological
Classification of Spinal Cord Injury (American Spinal Injury
Association, Revised 2011).  The Patient Health
Questionnaire-9 (PHQ-9) assesses depressive symptoms
using the diagnostic criteria for major depressive disorder per
the Diagnostic and Statistical Manual, Fourth Edition
(Kroenke et al., 2001).  Anxiety symptoms are measured
using the short self-report Beck Anxiety Inventory (BAI)
(Beck et al., 1988).  The SF-12v2® Health Survey assesses
the individual’s perception of his/her health-related quality of
life (Ware et al., 2009).  The Craig Handicap Assessment and
Recording Technique (CHART) assesses community
participation and consists of 6 separate subscales of physical
independence, cognitive independence, mobility, occupation,
social integration, and economic self-sufficiency (Whiteneck
et al., 1992).  The sample utilized for this report includes 457
individuals aged 19 to 48 years of age at follow-up, with a
mean age at injury of 13.9 years and a mean duration of
injury of 17 years (Table 1).

Secondary Health Conditions
In adults with pediatric-onset SCI, secondary health

conditions negatively impact long-term outcomes including
employment, independent living, income and life-satisfaction
(Vogel, Krajci, & Anderson, 2002).  Risk of experiencing
secondary health conditions varies over time and among
injury severity groups (Hwang, Zebracki, Chlan, & Vogel,
2014a; Vogel, Zebracki, Chlan, & Anderson, 2011).
Individuals with pediatric-onset SCI are at risk for the same
secondary health conditions that affect the adult-onset SCI
population, including those directly related to the SCI, such
as pressure ulcers, pain, pathological fractures, and urinary
tract infections, as well as conditions specific to pediatric-
onset SCI.  Owing to their young age at onset and longer
duration of living with an SCI, those with pediatric-onset SCI
will live with their secondary health conditions for a greater
length of time compared to those with adult-onset SCI.  In
addition, individuals with pediatric-onset SCI will experience
accelerated aging due to overuse (e.g., shoulder pain) and
chronic health conditions due to their sedentary life-styles
(e.g., obesity and cardiovascular disorders). 

The pediatric-onset SCI population is at greater risk of
developing some unique complications such as scoliosis (i.e.,
100% of children who sustain SCI prior to skeletal maturity
develop scoliosis and 67% require surgical intervention) and
hip instability (i.e., dislocation and subluxation; 93-100% of
those injured at 10 years and younger), which often requires
bracing, surgery, and medical/surgical follow-up (Betz, &
Murray, 2014; Pahys, Betz, & Samdani, 2014).  These

musculoskeletal complications and related treatments may
result in secondary health conditions such as pressure ulcers
due to uneven sitting or pain which, in turn, may affect
independent living or employment.  Because of the young
age at onset they may be at risk of complications such as a
small bladder requiring extensive urological care (e.g.,
botulinum toxin or bladder augmentation). 

Secondary health conditions occurring in our population
of adults with pediatric-onset SCI are shown in Table 2 based
on neurological impairment (Zebracki, Chlan, & Vogel,
2014).  The most common secondary health conditions
affecting at least one-third of the participants are urinary tract
infections, autonomic dysreflexia, pain, spasticity, sleep
disorders, urinary incontinence, and pressure ulcers.  A life
care plan should encompass both the prevention and
management of these secondary complications as well as
their impact on activity and participation of adults with
pediatric-onset SCI. 

Shoulder pain. Shoulder pain was reported in 52% of
this sample and commonly affects adults with pediatric-onset
SCI, negatively impacting independent living, employment
and life satisfaction (Vogel, Kracji, & Anderson, 2002).
Prevention of shoulder pain may encompass a wide variety of
interventions including proper transfers, pressure reliefs, and
wheeled and upright mobility.  Depending upon age,
neurological severity, and body habitus (obesity), transfers
may be most appropriately accomplished with a transfer
board or mobile or ceiling-mounted lifts and may require the
assistance of a trained caretaker.  Adults with pediatric-onset
SCI who utilize wheelchairs for some or all of their mobility
may benefit from progression to power-assist or power
wheelchairs as they age in order to prevent shoulder pain so
that they can maintain their community mobility.
Progression to powered wheelchair mobility may also result
in the need for another form of a motor vehicle; for example,
one with a wheelchair lift. 

Pressure ulcers. Pressure ulcers affect one-third of our
sample annually, and they are associated with significant
morbidity and mortality in addition to significantly
interfering with an individual’s activity and participation
including employment and independent living.  Prevention of
pressure ulcers throughout the life of an individual is critical
and evolves from adult supervision of infants, toddlers and
children to caregiver supervision of the aging adult.
Furthermore, prevention of pressure ulcers also requires a
variety of equipment that must be individualized including
seating systems, sleeping surfaces, and transfer schemas as
well as urinary and bowel continence.

Autonomic dysreflexia. Autonomic dysreflexia (AD) is
a consequence of uncontrolled sympathetic activity
characterized by acute severe paroxysmal hypertension
associated with signs and symptoms, such as throbbing
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headaches, flushing of the skin above the level of lesion, and
bradycardia.  AD affects close to two-thirds of those with T6
and higher SCI and can be life-threatening (Krassioukov,
Rapidi, Wecht, & Vogel, 2015).  Therefore, the individual
with a SCI as well as their caregivers must be competent in
preventing, identifying and managing episodes of autonomic
dysreflexia.  Depending upon the neurological status and
age, caregivers may include parents, siblings, friends,
partners and spouses to paid care attendants or skilled
nursing.

The Rehabilitation Process
Youth with pediatric-onset SCI should receive care from

a transdisciplinary team including physical, occupational,
speech and recreation therapists, social workers,
psychologists, nurses, dieticians, orthotists, and physician
specialists such as pediatric orthopaedic surgeons,
orthopaedic spine surgeons, neurosurgeons, neurologists,
physiatrists or urologists.  The frequency of these healthcare
services depends upon a variety of factors including the age
of the individual, the neurologic severity and associated
secondary health conditions.  In general, more frequent
healthcare encounters are needed for individuals when they
are experiencing dramatic physical, physiologic, and
cognitive changes related to development, particularly
adolescence and the aging adult.  For the aging adult, in
addition to the need for more frequent healthcare services,
loss of independence may require additional services such as
skilled nursing care, a personal care attendant, or a
housekeeper.

Individuals who undergo surgical procedures to enhance
their function, such as upper extremity reconstruction, a
Mitrofanoff procedure or lower extremity orthopaedic
surgery, frequently benefit from additional therapy
postoperatively.  Although the purpose of these procedures
are to enhance function, the individual may experience a
decrease in their functional abilities postoperatively and
require additional rehabilitative services to regain their prior
level of function and then to improve on their prior functional
level.  These services may be provided in an outpatient
setting or in the home for those with limitations in driving.
For some individuals, a short period of rehabilitation in an
inpatient setting may be required. 

Transition. During later adolescence and emerging
adulthood, as youth approach adulthood, they need to
transition into adult healthcare services, including
gynecological/obstetrical care.  Females with tetraplegia or
thoracic level SCI who become pregnant must be cared for
by an obstetrician experienced in caring for women who are
at risk of autonomic dysreflexia during labor and delivery.
Men with SCI who plan to father children may need
interventions ranging from medications and treatments for

erections and ejaculation to fertility specialists to accomplish
pregnancy.  In addition to healthcare needs of an adult with
SCI, this transition process must also address psychosocial
issues such as independent living, employment,
dating/socialization and autonomy. 

Environment and Transportation
Architectural, home furnishings and accessories. For

individuals with pediatric-onset SCI, architectural
modifications (ramps, door widening, accessible bathrooms
and kitchens) or acquisition of an accessible home is
generally required during childhood.  In addition,
architectural modifications or acquisition of an accessible
home may be needed additional times in the future as they
become adults and acquire their own home and then
eventually further needs associated with the aging adult.
Home furnishings and accessories could include hospital
beds, ramps, or exercise mat tables.

Home or facility care. Requirements for caregivers
(personal care attendants and skilled nursing) and facility
care are a function of age, severity of neurological
impairment and associated secondary health conditions.
When an adolescent goes away to college, the type and
amount of care required is dependent upon the degree of
functional impairment.  Because of the importance that
college-aged individuals become as independent as possible,
they need to assume the responsibility for this care, which
may include the hiring, training, and supervision of personal
care attendants.

Individuals with high level SCI who require specialized
services such as ventilator care and tube feedings or who are
not independent in catheterization and bowel program are
dependent upon others for many or all of their needs.  The
role of family members (usually parents) as care-providers
needs to be defined particularly for youth who are ventilator-
dependent.  These individuals require 24 hours per day of
skilled care but usually receive at most 16 hours per day of
skilled nursing care, requiring the remainder of care to be
provided by the parents posing undue stress and burden on
the family.  As parents age or die, individuals who are
ventilator-dependent will require 24 hours per day skilled
care.  An important aspect of home or facility care for those
with pediatric-onset SCI is to promote throughout their
lifespan their autonomy and independence in all of their daily
activities.

Transportation. At all ages, individuals with SCI
should have access to appropriate motor vehicles including
access (such as wheelchair lifts) and restraints (including
wheelchair tie downs and personal restraint devices).
Adolescents of driving age should undergo a comprehensive
adapted driver’s evaluation to determine their capability to
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drive given their physical and cognitive abilities and to
identify appropriate adaptions.  Those adolescents capable of
driving should undergo adapted driving training with a
qualified instructor.  Individuals who use manual wheelchairs
will benefit from physical and occupational therapy for
transfer training and storage of their wheelchair.  Individuals
with tetraplegia who use power wheelchairs will require an
adapted van with a wheelchair lift and automatic wheelchair
locking system.  As individuals age, transportation needs may
change such that the adult with paraplegia who previously
used a manual wheelchair and a standard motor vehicle with
hand controls will transition to a power wheelchair and an
accessible van with a wheelchair lift.

Psychosocial Outcomes
Mental health. Sustaining and living with a SCI places

significant psychological demands on individuals as well as
their families.  Consequently, a life care plan should address
the psychological needs of the developing child and adult.
While the majority of individuals with SCI demonstrate
resiliency and positive psychological outcomes, it is not
without effort.  For example, depression is the most common
form of psychopathology in individuals with SCI, with
prevalence ranging from 10%-38% in adult-onset SCI
(Bombardier, Richards, Krause, Tulsky, & Tate, 2004; Fann
et al., 2011; Saunders, Krause, & Focht, 2012) and 38% of
those with pediatric-onset SCI experience at least mild
symptoms (January, Zebracki, Chlan, & Vogel, 2014).
Moreover, in our sample 11% of adults reported mild
symptoms of anxiety and 4% reported moderate to severe
symptoms.  Factors, such as positive and challenge-focused
appraisals, meaningful participation, and social support, are
critical to psychological adjustment and can be addressed
with individual and family therapies.  

Participation. Participation as defined by the World
Health Organization is involvement in a life situation and is
an essential component of living a meaningful life.  Table 3
demonstrates participation characteristics of adults with
pediatric-onset SCI.

Education and employment are quintessential milestones
for adults and are critical for independent living,
socialization, financial autonomy, emotional well-being and
life satisfaction (Hwang, Zebracki, Chlan, & Vogel, 2014b;
Vogel, & Anderson, 2005).  The rate of college graduation for
this pediatric-onset SCI population (41%) is significantly
higher than the general population (25%) yet the employment
rate of those with pediatric-onset SCI is only 47% (Zebracki,
Chlan, & Vogel, 2014).  Because employment is related to
better overall health and higher quality of life, the life care
plan should include sufficient resources to ensure there is the
opportunity to maximize educational and vocational
attainment.  This counseling should be directed not only to
finding post injury employment, but also for employment

retention and to maximize employment outcomes.
Vocational rehabilitation evaluation and counseling should be
performed by a counselor who has experience in evaluating
children and adolescents who have not had any prior work
experience. 

Recreation/leisure time. Because most individuals with
SCI have relatively sedentary lifestyles that increase their risk
of obesity and cardiovascular complications, appropriate
fitness interventions should be included in a life care plan
throughout the lifespan.  This could include equipment that
facilitates fitness, such as a hand-propelled bicycle,
recreation-specific wheelchair (e.g., basketball, rugby, or
track) or functional electrical stimulation (FES) cycles.  For
those who would benefit from aquatic therapy or swimming,
a membership to a fitness facility with a handicap accessible
pool would be appropriate. 

Conclusion
The development of the life care plan is the process of

identifying lifetime needs and associated costs related to the
underlying health condition.  For children with disabilities,
the life care plan must take into account the dynamic impact
of development throughout the individual’s life from birth to
childhood, adolescence, emerging adulthood, adulthood and
finally, late adulthood. 
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Table 1
Characteristics of Participants

                                                 N=457
Demographic

Male                                          289 (63%)
Caucasian                                 387 (85%)
Age at interview                      31.3 years

SCI characteristics
Age at injury (mean)                13.8 years
(range)                                      (0-18)
Duration of injury (mean)        17.0 years
(range)                                      (2-42)
Neurologic impairment

C1-C4 ABC                           66 (14%)
C5-C8 ABC                           159 (35%)
T1-S5 ABC                            191 (42%) 
AIS D                                    41 (9%)

Etiology of SCI
Motor vehicle                       226 (50%)
Sports                                    111 (24%)
Medical/ surgical                  41 (9%)
Violence                                40 (9%)
Falls                                       30 (7%)
Other/ unknown                    9 (2%)

Table 2
Secondary Health Conditions

N=457
Physical a
Autonomic dysreflexia b 215/328 (66%)
Bladder incontinence c 172 (38%)
Bladder/kidney stones 45 (10%)
Bowel incontinence c 63 (14%)
Bone fractures 25 (6%)
Cardiovascular disease 27 (6%)
Hyperhidrosis 79 (17%)
Pain

Shoulder pain 236 (52%)
Elbow pain 77 (17%)
Wrist pain 103 (23%)
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Pressure ulcer 150 (33%)
Respiratory complications   15 (3%)
Sleep difficulties 67/157 (43%)
Spasticity 213 (47%)
Urinary tract infections 322 (71%)
Number (mean) 3.6
(range) (1-24)
SF-12® Physical component d 45.0 
(range 14-63) 
Number of medications (mean) 4.1 

Psychological 
Anxiety: BAI 3.7 (6.4)
(range 0-37) e N=157

Mild (8-15) 18 (11%)
Moderate/ severe (>16)  7 (4%)

Depression: PHQ-9 3.2 (4.3)
(range 0-23) e N=351
Mild (5-9) 59 (17%)
Moderate/ severe (>10) 28 (8%)

SF-12® Mental component 53.3 (8.9)
(range 13-74) d

a Occurring in past year unless otherwise noted
b T6 and higher
c Occurring at least monthly 
d Higher score = better functioning 
e Higher score = worse functioning

Table 3
Participation 

N=457
Education
High school diploma or equivalent 442 (97%)
Bachelor’s degree or higher 189 (41%)

Economic life
Employment status

Employed (full- or part-time) 214 (47%)
Student 54 (12%)
Homemaker 30 (7%)
Unemployed 154 (34%)

Personal annual income (US$, median) $19,000
Household annual income (US$, median) $33,600

Personal maintenance  
Lives independently 299 (65%)
Paid attendant care 165 (36%)
mean hours/ day a 4.5 (4.2)
(range)  (1-24)

Mobility
Wheelchair use b

Manual wheelchair 267 (58%)
Power wheelchair   167 (37%)
Does not use wheelchair 15 (3%)

Drives motor vehicle 287 (63%)

Social
Married/ domestic partner 116 (25%)

CHART c
Physical 91.3 (12.9)
Cognitive 97.7 (4.9)
Mobility 88.7 (17.9)
Occupation 74.7  (31.3)
Social integration 90.7 (15.3)
Economic 73.0 (34.2)

a Means and range for those with paid attendant care 
b Wheelchair used >50 % of the time
c Higher score = better functioning
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Questions are based on the article, Long-Term Outcomes of
Pediatric-Onset Spinal Cord Injuries: Implications for Life Care
Planning, beginning on page 3, Volume 13, Number 4.

1. What percentage of adults with pediatric-onset spinal
cord injuries obtains a college education?

a. 20%
b. 40%
c. 80%

2. What percentage of adults with pediatric-onset spinal
cord injuries are employed?

a. <10%
b. 30%
c. 50%

3. Adults with pediatric-onset spinal cord injuries are
more likely to be employed than the general population?

a. True 
b. False

4. What percentage of adults with pediatric-onset spinal
cord injuries experience moderate/severe depression?

a. 2%
b. 8%
c. 16%

5. What percentage of adults with pediatric-onset spinal
cord injuries experience shoulder pain?

a. 10%
b. 50%
c. 75%

6. What percentage of adults with pediatric-onset spinal
cord injuries experience pressure ulcer each year?

a. 10%
b. 30%
c. 70%

7. What percentage of adults with pediatric-onset spinal
cord injuries live independently?

a. 20%
b. 60%
c. 80%

8. What percentage of adults with pediatric-onset spinal
cord injuries are married?

a. 10%
b. 25%
c. 50%

9. Compared to adults without a spinal cord injury, adults
with pediatric-onset spinal cord injuries are more likely
to be employed.

a. True 
b. False

10. Compared to adults without a spinal cord injury,
adults with pediatric-onset spinal cord injuries are more
likely to have a Bachelor’s degree or higher.

a. True 
b. False

Continuing Education Credit Questions
Name: ________________________________________________________________________________

Phone Number: ________________________________________________________________________

See Page 60 for CEU Application form
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Abstract
The provision of home care in a life care plan is often the

most costly area addressed by the life care planner
(Pomeranz, Shaw, Sawyer, & Velozo, 2006; Weed, 1998).  It
has been reported that the provision of home care constitutes
up to 44% of recurring disability-related rehabilitation costs
(Harvey, Wilson, Greene, Stripling, & Berkowitz, 1992).  It is
imperative, therefore, that the life care planner fully
understands how home care is provided, the cost associated
with each type of service provision, how to identify resources
for service provision and the indirect costs associated with
family members providing home care.  This article addresses
each of those topics. 

Critical Elements of Home Health Service Provision for
Life Care Planners

The provision of in-home care in the United States is a
model dating back to 1829 when the Charleston Ladies
Benevolent Society organized the provision of home care
(O’Dell, & Wheeler, 2012).  Until the 1950s, this model of
home-based service provision continued, with entities such as
Metropolitan Life Insurance Company funding home visits
through the Visiting Nurse Association (O’Dell & Wheeler,
2012).  However, since the 1950s, the provision of medical
care in the United States has become more specialized and
technology driven, causing a shift away from a home-based
model of care.  With this shift, home care since the 1950s has
largely been provided by allied health providers including
physical, speech and occupational therapists or skilled nurses
charged with providing wound care and medical monitoring
(O’Dell, & Wheeler, 2012).

Home care services are utilized by many different
populations, including: individuals recovering from surgery
or accidents who may need short-term home care in addition
to individuals who are elderly or have disabilities, who often
require lifelong home care services (Marrelli, 2014).  The
Centers for Disease Control (CDC) reports that
approximately eight million patients received home health
care during 2012 (CDC, 2013), and the demand for personal
care services is expected to double in the first half of this
century (Kaye, Chapman, Newcomer, & Harrington, 2006).
With the aging of the baby boomers, the U.S. Census Bureau
projects that the population of citizens age 65 and older will
more than double in size (from 46 million to 98 million)
between 2014 and 2060, with the biggest increase (from 56
million to 74 million) occurring between 2020 to 2030

(Colby, & Ortman, 2015).  As most home care services are
provided to those over age 65, it is anticipated that the
number of caregivers in the population will grow rapidly
(Hong, & Casado, 2015; McCann, & Evans, 2002).  Among
patients receiving home health services as a Medicare benefit,
83% have three or more chronic conditions, 65% have
incomes under 200% of the Federal Poverty Level, 36% live
alone, and 29% have major functional limitations (Avalere
Health, 2013).  The Centers for Disease Control (CDC)
reports that 82.3% of home health agency patients were over
the age of 65 in 2011 and 2012 (CDC, 2013; Harris-Kojetin
et al., 2013).  Most care recipients prefer care at home as
opposed to a nursing home, as do their families (Stone, 2011).  

Individuals recovering from surgery or other medical
procedures temporarily utilize home health care services to
aid in the recovery process.  Some need help cooking and
cleaning, while others may need comprehensive care, such
as: help with mobility, toileting, showering, eating,
medication management, and even wound care.  For this, a
home health aide and/or nurse may be required to perform
these activities until the patient has healed and is able to
perform them independently.  

People with disabilities also constitute a large number of
consumers of home health care.  Individuals with mental
illness belong to this group.  Children with special healthcare
needs and/or medical complexities who require attendant care
are a part of this group.  Over 10 million children in the
United States meet the definition for having special
healthcare needs (Kogan, Strickland, & Newacheck, 2009).
These children have constant needs and medical equipment
that requires more assistance than the caregivers (parents,
etc.) can provide.  While all parents anticipate providing child
care, for children without disabilities, the child’s
development with aging results in the parents providing less
care for the child as they age.  However, for children with
disabilities, this diminishment of responsibility for parents
does not occur and these children continue to require
assistance with feeding, diaper changes, assistance with
ambulation, and care and supervision throughout the day and
night, throughout their lifetime (Curran, Sharples, White &
Knapp, 2001; Roberts, & Lawnton, 2001).  One study noted
that children with disabilities required extra care in six areas
of daily life (Roberts, & Lawton, 2001).  Despite these
ongoing needs, in one study three fourths of families of
children with disabilities reported that they did not receive
assistance from family members, even when those
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individuals lived within 10 miles of their home (Curran,
Sharples, White, & Knapp, 2001).  These factors highlight
the necessity of home care assistance for children with
disabilities, even when parents are present.  The role of home
health is to provide respite and assistance for caregivers to
allow the children to be able to remain in the home, without
having to be hospitalized or institutionalized (Sherman,
1995).  Not only does the provision of home care for children
with disabilities improve outcomes for parents and families,
it has also been found to decrease child maltreatment and
strengthen family stability (Cowen, & Reed, 2002; Neufield,
Query, & Drummond, 2001; Sherman, 1995).  

Home Care Service Provision
The home health care field is made up of several types of

job profiles and work responsibilities.  It often takes a team
of individuals to meet the needs of an individual requiring
home health.  Home health teams can include (but are not
limited to): family caregiver, companion/sitter, certified
nurse’s aide (CNA)/personal care aide (PCA), and/or
licensed practical nurses (LPN)/registered nurse (RN).
Because nursing care poses a risk of harm if performed by
individuals without proper training, most of these roles have
laws and regulations that govern what the individual can and
should do within the scope of their role.  Each state’s
legislature has created a nurse practice act (NPA) that defines
the scope of practice for nurses.  Each NPA also establishes a
board of nursing (BON) that has the authority to administer
and enforce rules and regulations.  It is dependent on the
state’s nurse practice act (NPA) to define the scope of
practice for each job title.  A scope of practice defines the
specific tasks a nurse is allowed to perform within a given
state.  The following section will describe the typical roles
and responsibilities of individuals who provide home health
care services, as well as the educational and licensure
requirements of these roles.  

Family Caregiver
The most prevalent home care arrangement involves a

family member providing care to a loved one, referred to as
a family caregiver (Agree, 1999; Schulz, & Sherwood,
2008).  According to a report issued by the National Alliance
for Caregiving (NAC) and the American Association of
Retired Persons (AARP), 43.5 million Americans provide
unpaid care to a family member (NAC, & AARP, 2015).
Less than one-third of caregivers report that their loved ones
receive assistance from paid providers (e.g., housekeepers,
aides, etc.).  The majority of caregivers are women, although
the number of male caregivers has grown in recent years to
40% (NAC, & AARP, 2015).  The average age for adult
caregivers is 49, but approximately 25% of caregivers in the
United States are defined as millennials (NAC, & AARP,
2015).  Approximately 5.5 million caregivers provide care to
veterans or military members.  While most family caregivers
spend 24.4 hours a week providing care, almost one-quarter

provide more than 40 hours of care (NAC, & AARP, 2015).
Caregiving is the most time intensive role for someone
providing care for a partner/spouse (44.6 hours a week)
(NAC, & AARP, 2015).  Common responsibilities for this
role include personal care activities such as dealing with
incontinence, bathing/showering, assisting with activities of
daily living (ADLs), transportation, shopping, and
housework.  

Sitter/Companion
A sitter or companion generally serves a non-medical

role in an individual’s life.  Companions do not provide
actual hands-on patient care, but instead offer
companionship, assist in meal preparation, perform light
housekeeping, and escort the patient to appointments
(Rizzolo, Friedman, Lulinski-Norris, & Braddock, 2013).
While a sitter or companion can be someone who is paid to
do this role, sometimes agencies have companion programs.
For example, the Area Agency on Aging of West Central
Arkansas has a program where volunteers who are aged 60
and older fulfill these roles of companionship in exchange for
a small stipend and reimbursement for travel. 

Home Health Aide
By 2020, the U.S. Department of Labor projects that

home health aides will be one of the fastest-growing
occupations in the United States, growing at a rate of 21%
between 2012 and 2022 (Bureau of Labor Statistics, 2014).
In 2014, there were 799,080 home health aides employed in
the United States (Bureau of Labor Statistics, 2014).  Home
health aides are generally either a certified nursing assistant
(CNA) or a personal care aide (PCA).  These titles are
sometimes used interchangeably because their roles are very
similar.  However, there are differences between them. 

In most states, a personal care aide (PCA) is not required
to be certified.  A PCA helps with feeding, hygiene and some
mobility needs such as pushing a wheelchair.  Most states do
not allow a PCA to administer medications.  According to the
U.S. Bureau of Labor Statistics (2014), the average annual
salary for PCAs in the United States was $21,210, with a
median hourly wage of $9.83. 

In most states, a high school diploma and completion of
a 75-hour training program is required to become a certified
nurse’s assistant (CNA).  Training generally covers anatomy,
physiology, functioning of the body, patient care and
infection control.  A CNA is typically expected to take vital
signs and assist the client with personal care activities.
According to the U.S. Bureau of Labor Statistics (2014), the
average annual salary for CNAs in the U.S. was $26,250,
with a median hourly wage of $12.07.

Unfortunately, there is a fairly high turnover rate for
home health staff.  In the United States, the three-month
turnover rate is reported to be near 19% (Donoghue, 2010;
Temple, Dobbs, & Andel, 2009).  The six-month turnover
rate ranges from 13-64% (Castle, 2008; Pillemer et al., 2008).



This may be explained by the rate of pay offered for the
significant responsibilities held by these workers, as more
than 30% of working health care aides receive public
assistance, and 11-14% use food stamps (Harmuth, 2002;
Khatutsky, Wiener, & Anderson, 2010; Squillace et al. 2009).
Recently passed legislation may increase the income of aides.
In 2013, the Fair Labor Standards Act was passed to extend
overtime coverage and minimum wage requirements to home
aides.  Historically, home health aides in most states did not
qualify for overtime and minimum wage requirements
because of a federal exemption from wage-and-hour laws for
"companion services" that dated back to 1938 (Biklen, 2003).
This legislation, however, excludes live-in home-care
workers from being eligible for overtime pay. 

Skilled Nurse
Most home health care nurses are employed by a home

health care agency.  Examples of skilled home health services
that are provided by a home health care nurse include: wound
care for pressure sores (or other wounds), patient/caregiver
education, intravenous or nutrition therapy, injections, and
monitoring of serious illness and unstable health status
(Centers for Medicare & Medicaid Services, 2015). 

Each state board of nursing is responsible for
determining which tasks fall under the Registered Nurse
(RN) license and which can be performed by a licensed
practical nurse (LPN).  In general, the RN scope of practice
includes more complex and potentially dangerous tasks (i.e.,
titrating or adjusting a dose of medication; inserting a central
venous catheter; or giving intravenous chemotherapy).
Typically, an LPN works under the supervision of a RN or
physician, a requirement if skilled nursing services are paid
for by Medicare. 

Licensed practical nurses, also known as licensed
vocational nurses (LVN) in some states, provide 19% of
home health agency services (U.S. Department of Health &
Human Services, 2014).  Most LPNs have completed
approximately one year of nursing education.  Some go on to
complete a longer degree program such as an Associate of
Applied Science (AAS).  In 2014 there were 78,810 LPNs
working in the home health sector in the United States (BLS,
2014).  According to the U.S. Bureau of Labor Statistics
(2014), the average annual salary for LPNs working in the
home health field was $45,370, with a mean hourly wage of
$21.81.

Registered nurses (RNs) are required to have a minimum
of an associate's degree; however, a growing number
employers are now requiring a bachelor’s degree for many
nursing positions.  In one survey of employers, it was found
that an associate’s degree was sufficient for approximately
58% of available nursing-related jobs, while a Bachelor of
Science in Nursing (BSN) qualified an individual for nearly
92% of all nursing vacancies in 2014 (Erstad, 2015).
According to the U.S. Bureau of Labor Statistics (2014),
there were 168,970 RNs working in the home health sector in

the United States earning an average annual salary of $67,880
and a mean hourly wage of $32.64.

Annual Cost
Although home health care is a widely used service

which is provided at costs typically cheaper than institutional
care, the exact costs of home health has not been rigorously
studied (Disler, Roy, & Smith, 1993; O’Dell & Wheeler,
2012).  The most recent report providing hourly home care
costs located by these authors was the Genworth Cost of Care
Survey (2015).  The Genworth data were obtained through
approximately 3,700 interviews with home health care
providers throughout the United States.  The report provides
cost information both nationally and broken down by state.
These data indicate the median hourly rate for homemaker
services is $20, a 2.63% increase over 2014.  The median cost
for home health aide services is also $20 per hour which
reflects only a 1.27% increase over 2014 costs.  By contrast,
the growth rate for assisted living facilities and nursing
homes is estimated at 2.86%-4.17% (Genworth Financial,
2015).  Another source of home health care cost is the Met
Life Survey, which was last published in 2012 (MetLife,
2012).  This report shows a national median hourly cost of a
home health aide in the United States of $21 per hour and
median hourly cost for homemaker services of $19 per hour
(MetLife, 2012).

In addition to the direct cost incurred in personal
healthcare spending, the provision of care has indirect costs
to family members.  Approximately 60% of caregivers report
being employed while also serving as a caregiver, with the
average hours of employment per week reported at 34.7
(NAC, & AARP, 2015).  Caregivers report a higher rate of
self-employment (17%) compared with general population
(9.4%), which may be explained by the caregiver needing
more work-related flexibility than can be found in traditional
employment environments (NAC, & AARP, 2015).
Alternatively, this higher rate of self-employment may be
found among caregivers because self-employed family
members may be tasked with the role of caregiver due to their
unique employment situation as 50% of family caregivers
report they had no choice in taking on the role of caregiver
(NAC, & AARP, 2015). 

Caregivers who are employed report that caregiving
often impacts their employment situation.  Caregiving costs
American employers $17.1-$33.6 billion dollars in lost
productivity each year in the form of employee absenteeism,
workday interruptions, supervisory time, and employee
turnover (MetLife, 2006).  Caregivers report that their
caregiving duties cause them to take early retirement or
depart the labor market entirely, reduce their work schedules
from full-time to part-time, or make other work-related
adjustments (MetLife, 2011; NAC, & AARP, 2015).  It is
estimated that caregivers lose $300,000-$600,000 over their
lifetimes in lost wages and pension benefits (MetLife, 2011).
The value of the caregiving duties provided by family
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caregivers is estimated at $450 billion dollars annually,
nearly four times the amount of Medicaid spending on LTSS
services in 2009 (Feinberg, Reinhard, Houser, & Choula, 2011).

For women of children with disability, 67% report that
they are unable to work after the birth of their child (Curran,
Sharples, White, & Knapp, 2001).  One Canadian study
found that parental caregivers for children with cerebral palsy
worked less and earned less when compared to parents of
children without disabilities, even if the parents had the same
level of education (Brehaut et al., 2004).

Payment Sources
There are a variety of payment sources for home health

care, including private pay, Medicare, Medicaid, Long-Term
Care Insurance (LTC), commercial insurance/managed
care/third party payers, Workers' Compensation, and
Veterans Aid.  Out-of-pocket/private pay is the most
predominant personal funding source for home care services
with 63% of home care payments coming from personal
sources alone (Janus, & Ermisch, 2015).  Almost 9 in 10
personally financed caregivers are private pay, fewer than 5%
are paid by private insurance and approximately 2% are paid
for by a family member of the person receiving care (Janus,
& Ermisch, 2015).  Families with incomes over $75,000 pay
for home care services personally 97% of the time and are
reported to receive 8.5 more hours of weekly home care
overall than families with incomes of less than $15,000
(Janus, & Ermisch, 2015).

Long-Term Care Insurance (LTC) 
Some individuals purchase long-term care insurance

(LTC) to help cover potential long-term care expenses.  Most
buy this coverage through an insurance agent; however, some
employers and organizations also offer such coverage.  Some
insurance companies have rules requiring an individual to
use services from a certified home care agency or a licensed
professional, while others allow you to hire independent or
non-licensed providers or family members.  Depending upon
the policy, there is generally a waiting period before an
individual can use their benefits.  Typical waiting periods are
60 to 90 days after a “benefit trigger,” an event that causes an
inability to independently perform certain activities of daily
living (ADLs) (Braverman, 2013).  The most common ADLs
defined in these policies include requiring assistance with
bathing, eating, dressing, using the toilet, walking and
remaining continent (AARP, 2015).  Most often benefit
periods are for three to five years, have a lifetime benefit cap,
and have daily benefit limits of $100-$250 (AARP, 2015;
Braverman, 2013).  According to the American Association
for Long Term Care Insurance (2015), the average cost of an
individual long-term care insurance policy is $2,007 per year.  

Private Health Insurance 
Private health insurance policies will generally pay for

home health home care services for acute needs (such as after

a surgery) up to a limited time period (U.S. Department of
Health & Human Services, 2015).  Private insurance will
typically cover services such as an aide, a skilled nurse, and
allied health including respiratory, physical, speech and
occupational therapists.  This type of insurance will seldom
pay 100% of any home care service.  Most health insurance
policies also require a prescription for skilled services and
will not pay for these services when performed by a family
member (USDHHS, 2015).  

Medicare
Medicare is a federal insurance program for individuals

65 or older and younger people with certain disabilities.
Medicare typically covers home health care for 60 days at a
time, although it can be renewed with a physician’s
prescription.  To be eligible to receive home health care, an
individual must be housebound and require a certain level of
skilled care.  For example, Medicare will not pay for personal
or homemaker services only.  An individual must also require
skilled care in order to receive aide services.  Medicare will
cover a maximum of eight (8) hours of care a day, or 28 hours
a week (Braverman, 2013).  In some circumstances,
Medicare will cover 35 hours a week (Braverman, 2013).  In
2013, Medicare paid for 29% of nursing home and home
health care in the United States (Janus, & Ermisch, 2015).

Medicaid
Medicaid is a state-managed program that is financed by

both the federal government and the state.  There are many
different programs under Medicaid available for individuals
who either meet certain financial eligibility or disability
criteria.  Eligibility criteria varies among states but many of
those eligible for Medicaid have incomes below the poverty
level (Janus & Ermisch, 2015).  Medicaid is the main payer
source for publicly funded long-term supports and services
(LTSS).  In 2009, Medicaid paid for 75% of all publicly
funded LTSS for individuals with intellectual and
developmental disabilities in the United States (Rizzolo et
al., 2013).  The majority of this spending was for the Home
and Community Based Services (HCBS) Waiver program.
The HCBS Waiver program was first authorized by Congress
in 1981 as a way for states to target groups of individuals at
risk of institutionalization, including individuals with
intellectual and developmental disabilities who would
otherwise need care in an intermediate care facility (Rizzolo
et al., 2013).  While the amount of assistance varies by state,
generally Medicaid pays for two to eight hours of service per
day.  However, the total cost of services cannot exceed the
price of a nursing home (Braverman, 2013).  It is noted that
the Affordable Care Act does not provide for home health
services directly, but some states have expanded Medicaid
coverage and this must be considered on a state-by-state
basis. 

Some states have programs that allow Medicaid
recipients to hire almost anyone for home care, including



relatives.  The Medicaid Waiver program, Alternatives for
Adults with Physical Disabilities (AAPD), provides home
and community-based services to adults with physical
disabilities between the ages of 21 and 64 years old.  An
individual may receive up to eight hours a day, seven days a
week of attendant care by either an attendant they personally
hire or through an agency they chose.  While the attendant
may be a family member, they cannot be a spouse or other
person legally responsible for the client.  In 2013, Medicaid
paid for 32% of nursing home and home health care in the
United States (Janus, & Ermisch, 2015).

Individualized Education Plans (IEP) 
The Individuals with Disabilities Education Act (IDEA)

guarantees that all children with disabilities have a free,
appropriate public education to meet their unique needs and
prepare them for further education, employment, and
independent living (IDEA, 1997; Turnbull, 2005).  While
IDEA provides financial support for state and local school
districts, the school is required to try to obtain reimbursement
from private or public health insurance for health services
written in a student’s Individualized Education Program
(IEP).  These services can include: nursing services, personal
care assistants (PCA), physical therapy, occupational therapy,
speech language pathology, mental health services, special
transportation, and assistive technology devices. 

While a child with a disability may be receiving home
care services outside of school, when such services are
provided through the school, they are considered IEP services
and billed as such (Pacer, 2015).  The school can only bill the
child’s parent’s insurance for IEP services with their written
consent.  However, even if the parent does not permit the
school to bill their insurance company, the child must still
receive all of the services in the IEP at no cost to the family.
IEP services are not considered or billed as home care,
therapy or waiver services.  The IEP services do not count
against the limits for home care services by most insurance
companies.  For example, IEP services are not counted
against the waiver cap or affect the amount of services
available under the waiver program (Pacer, 2015). 

Advantages and Disadvantages of Care Provision
When deciding on how home care services will be

provided, those involved must weigh the pros and cons
involved in various avenues of service delivery.  In general, it
is believed that home care services are least expensive when
provided by a family member and most expensive when
provided by a home care agency.  It is reported, however, that
privately hiring home care can be the most challenging option
for most individuals (Butler, Brennan-Ing, Wardamasky, &
Ashley, 2014; Dahlberg, 2001).

One element of this choice involves cost.  It is estimated
that private-pay services are 20-30% lower than agency
provided care (Elder Options of Texas, 2015), with one study
demonstrating the average daily cost of agency provided care

at $151 per day, compared with $129 per day for privately
managed care (Prince, Manley, & Whiteneck 1995).  Another
element of this choice involves control, with some consumers
of private hire care reporting that they feel they have greater
control over the duties and responsibilities of the caregiver
(Beatty, Richmond, Tepper, & DeJong, 1998; Prince et al.,
1995).

It is important, when considering cost, that an informed
decision is being made about exactly what privately hire
versus agency hired services include.  While there may be
perceived hourly savings for in-home care derived from
private pay sources (when compared to agency care), the
comparison between private pay and agency care is
oftentimes comparing apples to oranges.  Home health
agency costs, for example, include costs for interviewing,
background screens, workers’ compensation, insurance,
licensure, bonding and providing back-up care (Dahlberg,
2001; Thomas, & Kitchen, 1996).  Agency provided care
involves the development of a comprehensive care plan, and
coordination with the family and medical treatment team.
Additionally, the home health agency is responsible for
administrative details including payroll, taxes, screening,
hiring/firing, and supervision (often by a skilled nurse).
AARP advises those considering hiring through private pay
sources learn about background checks, Social Security and
Medicare taxes, workers’ compensation, liability insurance
for the home where the care is provided and advises
consideration of how to handle situations when the caregiver
is not available to work (AARP, 2015).  

Thomas and Kitchen (1996) compared the cost of
private-hire attendant care compared to agency hire.  They
also advised consumers to make provisions for back-up care
when private-hire attendants are ill, take vacations or are
otherwise not available for work.  After factoring in costs of
background checks, taxes, insurance, licensure, bonding,
payroll services as well as back-up services, they concluded
that a private-hire rate of $7.00 per hour could easily amount
to $14 per hour when the administrative, supervisory and
back-up services inherent in agency care was added to the
private-hire model (Thomas, & Kitchen, 1996). 

Another element of the home care choice involves the
use of unpaid family members.  While family members may
be available to provide caregiving/attendant care services
without financial remuneration, there is a vast body of
literature addressing the true cost of such services.  As
mentioned above, there is often an economic impact to the
income stream of the caregiver when they reduce their paid
employment hours, leave the labor market to provide
caregiving services or are prevented from promotional
consideration due to the caregiving obligations (NAC, &
AARP, 2015).  The caregivers’ relinquishment of their paid
employment to provide caregiver services is also a worry for
those receiving care (McCann, & Evans, 2002).  In addition,
caregivers often report absorbing the medical costs for the
family member for which they provide care, an estimated cost
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of $5,531 per year (MetLife, 2011).  
Perhaps the biggest cost associated with caregiving is the

physical and psychological toll that it takes on the service
provider, often referred to as caregiver stress (Leonardi,
Giovanetti, Pagani, Raggi, & Sattin, 2012; McCluskey, 2000;
Raina et al., 2005; Sherman, 1995; Smith et al., 2010).  Wilks
and Croom (2008) defined caregiver stress as the product of
mental, physical, financial and/or interpersonal demands
perceived by caregivers.  Common complaints of caregivers
include limited access to the outdoors, being socially isolated
and not having personal time (Leonardi et al., 2011; Palisano
et al., 2009).  

Almost 60% of caregivers surveyed reported that their
health has become “moderately” to “a lot” worse because of
their caregiving role (Evercare, 2006).  More caregivers
(17%) describe their own health as “fair” or “poor” when
compared to 10% in the general U.S. population (10%) (NAC
& AARP, 2015).  This trend has been identified in similar
studies in Italy (Leonardi et al., 2011), Canada (Brehaut et al.,
2004), Fiji (Gajraj-Singh, 2011) and Ireland (Byrne, Hurley,
Daly, & Cunningham, 2009).  Caregivers report higher levels
of physical and psychological distress with conditions
including gastrointestinal, renal, and cardiac conditions as
well as stroke, migraines and/or orthopedic problems
(including back problems) (Brehaut et al., 2004; Byrne et al.,
2009; McCann, & Evans, 2002; Smith et al., 2010).
Caregivers report taking medication for conditions including
anxiety, cardiac conditions, depression and sleep disturbance
(Smith et al., 2010).  Both household income less than
$30,000 per year and duration of caregiving tasks correlate
with poor health reports (NAC, & AARP, 2015).    

In addition to physical problems, caregivers report
higher levels of psychological problems than is found in the
general population, both in the United States and in other
countries (Byrne et al., 2010; Cowen, & Reed, 2002;
Leonardi et al., 2011; Smith et al., 2010).  Studies have found
that 34% to 59.5% of caregivers report moderate to severe
depression (Leonardi et al., 2011; Smith et al., 2010), with
the symptoms of depression and somatization in one study of
caregiving parents reaching that of psychiatric patients
(Sherman, 1995).  Smith et al. (2010) reported that 15% of
caregivers in their study reported receiving counseling for
depression.  

While the caregiver population is reported to be at high
risk for experiencing caregiver stress, certain variables
appear to be more strongly associated with caregiver stress.
Variables that are associated with higher levels of caregiver
stress include being female, with female caregivers reporting
14.6% more caregiver stress than male caregivers, perhaps
because they are performing more caregiving duties (Byrne
et al., 2010; Neufield et al., 2001).  Additionally, the higher
the level of the caregiver’s education, the higher the level of
caregiver stress (Hong, & Casado, 2015), with a one unit
increase in education being associated with a 4.7% increase
in caregiver stress.  Caring for an individual who has a

greater number of limitations (Hong, & Casado, 2015) also
results in higher levels of caregiver stress, with a one unit
increase in number of Instrumental Activities of Daily Living
(IADL) limitations being associated with a 3.3% increase in
caregiver stress.  Physical strain also increased levels of
caregiver stress reported, with a one unit increase in physical
strain resulting in a 32.6% increase in caregiver stress (Hong,
& Casado, 2015).  Finally, economic hardship increased
caregiver stress with a one unit increase in economic
hardship being associated with a 16.6% increase in caregiver
stress (Hong, & Casado, 2015).  Those caregivers reporting
the most negative health effects included higher-hour
caregivers (29% worse health), caregivers for someone with
a mental health issue (34%), co-resident caregivers (30%),
those doing medical/nursing tasks (27%), and primary
caregivers (25%).  Over 50% of those who feel they have no
choice but to assume caregiving responsibilities report high
levels of emotional stress (Byrne et al., 2009; Gajraj-Singh,
2011; NAC, & AARP, 2015).  Those providing caregiving
services to a close relative (e.g., spouse or parent) report
higher levels of caregiver stress than those who provide care
to distant relatives or non-relatives (NAC, & AARP, 2015).  

In addition to the physical and psychological stress that
is caused by caregiving, caregivers report financial strain or
economic stress as a result of their caregiving duties, with
those providing a higher number of hours of care and those
who have provided care for long periods of time reporting the
highest levels of financial strain (NAC, & AARP, 2015;
Smith et al., 2010).  Commonly cited concerns include the
costs of insurance, co-payments and out-of-network costs,
maximum lifetime coverage provided, and general healthcare
costs.  The inability to access affordable services is reported
by 25% of caregivers (NAC, & AARP, 2015).  These
concerns cause some individuals to downsize their home
and/or delay treatment.

Life Care Planning Implications
From a life care planning perspective, fully

understanding the various services available for home care,
as well as the state nurse practice act that governs home
health service provision for the client, is critical.  Without the
understanding of the level of service required and the
availability of such services in the client’s geographic region,
the home care portion of the life care plan may inadvertently
be underfunded.  

Consideration of inclusion of respite care for caregivers
in the life care plan should be undertaken, as such services
have been shown to reduce the burden and stress of care
providers (McCann, & Evans, 2002; Neufield et al., 2001;
Sherman, 1995).  In a study of 73 families who provided
caregiving services to children (ages 0-19) with chronic
illness who were provided experimental respite services over
a period of three years, such services decreased the number
of patient hospitalizations, decreased the risk of unintentional
neglect, decreased sibling strain, decreased caregiver



somatization and increased family stability (Sherman, 1995).
This study concluded that respite services serve not only the
patient but provide a family centered approach to service
provision that benefits the entire family of the patient
(Sherman, 1995).  The only complaints from family members
involved in the study concerned the desire for emergency
respite services and the need for more hours of respite
services than the study provided, a complaint that is seen
elsewhere in respite care literature (Neufield et al., 2001;
Sherman, 1995).  It is cautioned, however, that the provision
of respite care is very different from the provision of child
care or babysitting (when provided to pediatric patient) as
those terms disregard the skill and knowledge required by
care providers and diminish the difficulty parents report in
finding properly trained respite care services for their
children (Neufield et al., 2001).  

Of interest, in one study of parents of children with
cerebral palsy, 68% of parents expressed a need for
information about services their child might receive in the
future while 57.7% of parents expressed a need for
information about planning for their child’s future wellbeing
(Palisano et al., 2009).  This theme of needing additional
information about future needs and care of the patient is
reflected throughout the caregiving literature.  This finding
highlights the importance of the educational role that the life
care plan can serve in addressing the lifelong needs of the
client.  The planning and educational role of the life care
planner may reduce the stress for parents of children with
disabilities.

It is important for the life care planner to advise family
caregivers of the availability of resources for their support.
Information designed to educate and support caregivers is
readily available online, including a Caregivers Bill of Rights
that encourages the caregiver to seek help from others and
take time for themselves (Caregiver.com, 2015).  Other
online resources exist to explain what level of care may be
necessary to provide home care and the estimated cost for
services in one’s state.  

For life care planners also serving as a vocational
consultant, an awareness of workplace-related resources may
also be valuable.  As of 2006, approximately one-third of
large American employers had eldercare programs available
to serve their employees who also provide caregiving duties
(MetLife, 2006).  Literature is available to managers of
employees who are caregivers to provide workplace supports
that minimize the disruption in the workplace.  Workplace
suggestions offered by some employers include flexible work
hours, paid time off and/or telecommuting.  

An awareness of legislative developments is important to
the life care planner.  As mentioned previously, the work of
home health aides was impacted by the 2013 Fair Labor
Standards Act expanding protection to those workers who
provide home care services.  In 2015, President Barack
Obama issued a Presidential Proclamation in honor of
National Family Caregivers Month explaining that military

caregiver leave, for those providing care to veterans, will be
expanded to up to five years.   

Having a command of the caregiving literature is
important to educate all parties on how using formal services
can alleviate caregiver stress and improve quality of life
(Empeno, Raming, Irwin, Nelesen, & Lloyd, 2011;
McCluskey, 2000; Montgomery, & Borgatta, 1989; Sherman,
1995; U.S. Department of Health & Human Services, 2014).
Such services allow family members to resume work and
become more fully engaged in social networks (McCluskey,
2000).  Some state systems provide reimbursement for respite
services, which have been shown to reduce inpatient
hospitalization costs (Sherman, 1995).  Particularly for life
care planners who work in multiple states, exploring the
programs for each client may be important in the
development of the life care plan.

Having the availability of resources, including the
provision of attendant care, is foundational for quality of life
for individuals with disabilities (Boswell, Dawson, &
Henninger, 1998; Hammell, 2004).  Prior life care planning
follow-up studies have found that attendant care is frequently
consumed after a life care plan is developed (Kendall, &
Casuto, 2005; Rutherford-Owen, 2011), with higher
satisfaction levels reported by those who had funding to
purchase the necessary levels of attendant care (Rutherford-
Owen, 2011).  Prior to life care plan development,
approximately 70% of individuals with spinal cord injuries
surveyed reporting receiving unpaid attendant care, compared
with only 20% after the life care plan was developed,
revealing a shift away from family provided care when a life
care plan was developed and funded (Rutherford-Owen,
2011).  In this study, only 27% of individuals who received
life care plan funding utilized unpaid family care, while the
majority (73%) purchased paid attendant care for assistance
including bathing, grooming, transportation and
housekeeping.  When provided open-response questions in
describing their day, the critical role of personal assistant
services was noted by almost all individuals in their daily
routine.  This study demonstrates the important changes that
occur in attendant care arrangements following the
intervention of a life care planner. 

Conclusion
The provision of home care in a life care plan is a critical

element that enhances the lives not only of the person with
the disability but also of their family members.  Having a full
understanding of the unique needs of the individual with a
disability is critical in developing a plan of care that
adequately addresses the needs of the whole person and their
family.  With a full understanding of the differences in the
levels of home care required by the individual and the
associated cost with both agency provided and privately hired
personnel, the life care planner is in a unique position to
educate all parties about the home care required on a lifelong
basis by the person for whom the life care plan is developed.
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Introduction
The International Association of Life Care Planning

(IALCP) introduced the Fellow designation circa 2000 to
recognize life care planners who both possess extraordinary
life care planning skills and have made significant
contributions to the profession.  At the time of this article’s
publication, the organization had awarded 15 life care plan
professionals Fellow status.

Through questions and answers posed to those who
shaped the development of the Fellow designation, this
article aims to provide insight into how Fellow status was
conceived and how it morphed to its current state.  Inherent
in the questions are themes related to the designation’s
underlying intent, and initiatives made to preserve and refine
the initial objectives.  

Three life care plan professionals intimately involved in
the Fellow Program’s development – Gerri Pennachio (GP),
Karen Preston (KP), and Roger O. Weed (ROW) – responded
to nine questions.  Gerri chaired a task force that, in 2014,
revamped the original criteria to become a Fellow and
maintain the status.  Karen, a Fellow, served on the task force
committee.  Also a Fellow, Roger was involved in
establishing the original Fellow designation.

The questions and answers follow.  

Questions and Answers
Question 1
MS:  Please give us some background on the IALCP

Fellow designation program, including how and why it was
created.  I think readers would also be interested in learning
how the program evolved from its conception to its current
state.   
ROW:  In 1996, Patricia (Patti) McCollom*, a nurse,

teacher, national leader, and visionary began the first nurses
only life care planning organization, the American Academy
of Nurse Life Care Planners (not to be confused with the
American Association of Nurse Life Care Planners which
came later).  At the time, there was no organization
specifically focused on life care planning.  Discussions with
Patti by other leaders revealed potential interest in expanding
the scope of the organization to be inclusive to all life care
planners, and I enjoyed the opportunity to host the
(technically) first life care planning summit in Atlanta in
December, 1997 (the agenda and minutes were termed “LCP
Summit”). 

The meeting was attended by:
• Roger Weed, PhD (Georgia State University and host)
• Patricia McCollom, RN, MS, CRRN, CDMS, CCM

(CEO of AANLCP)
• Linda Shaw, PhD (University of Florida)
• Robert May, RhD (CLCP Certification)
• Dan Devine, COO (Intelicus, a nationwide training

organization)
• Debbie Berens, MS, CCM, CRC (Georgia State

University)
There were several topics during the daylong meeting,

but relevant to this subject was the agreement by Patti to
change the name of the organization to the International
Academy of Life Care Planners (now affiliated with the
International Association of Rehabilitation Professionals –
IARP) and open the membership to all who have an interest
in life care planning.  One of the subtopics was the creation
of a “Fellow” designation which would recognize
professionals with a certain level of skill, knowledge,
experience and dedication to promoting life care planning
concepts beyond billable time-related activity.  A committee
was formed and eventually the credential was announced
about 2000.

The expressed purpose, quoted from the original
application procedures, was:  “The purpose of this program is
to recognize expertise, experience and contribution to the
field of life care planning.  The program recognizes those life
care planners who have achieved a high level of skill and
who use their skills and knowledge to promote the
advancement of life care planning.”  (Emphasis added.)

There were 10 criteria identified with a total of 120
possible points with 80% required to “pass.”  The criteria
were listed in general priority order. 

Criterion One (5 points but an automatic denial if not
licensed or certified): Applicant maintains necessary license
or certification to practice in his/her health care discipline.
There are no pending or prior sanctions relating to licensure
or certification. 

Criterion Two (25 points representing high importance):
Applicant contributes to the development of the field through
providing education, conducting research, publishing in
professional journals/texts, and/or providing mentoring for
other life care planners.  Education (teaching), research and
publications are related to life care planning.  Applicant
participates in professional organizations (activity in an
organization beyond holding membership, such as committee

Journal of Life Care Planning, Vol. 13, No. 4, (21-25)
Printed in U.S.A. All rights reserved 2015 Int’l Assoc. of Rehab Professionals

Insights into the International Association 
of Life Care Planning Fellow Program: 

Questions and Answers from Program Developers
Michael Shahnasarian, Ph.D.



22                                                                                          Michael Shahnasarian

work or holding office).  Applicant will submit a minimum of
five (5) examples within the past two years and verification
of participation in at least one (1) professional organization
other than IALCP.

Criterion Three (10 points): Applicant demonstrates
satisfactory acceptance of the life care plan product by
obtaining at least two letters of recommendation from
referring sources.

Criterion Four (5 points): Applicant has completed a
minimum of 50 life care plans.

Criterion Five (10 points): Applicant demonstrates
systematic, comprehensive data collection (consistent
method of collecting data from appropriate sources).

Criterion Six (25 points): Applicant demonstrates
analysis of data that reflects whether client needs are being
met, comparison to expected norms, and comparison to
expected standards of care.

Criterion Seven (15 points): Applicant demonstrates a
consistent planning process that includes methods for
organizing data, consistent documentation tools, a process of
validating inclusion/exclusion of content, and use of expert
resources in formulating opinions.

Criterion Eight (15 points): Applicant demonstrates
evaluation of the life care plan for completeness and internal
consistency; all information is detailed completely or marked
as not applicable; there is a method for the recipient of the
life care plan to contact the life care planner.

Criterion Nine (5 points): Applicant who acts as an
expert witness or consultant in legal matters demonstrates
accuracy of record keeping for participation in sworn
testimony and can describe his/her activity.  

(Note: Applicant who does not act as an expert or
consultant should state this in writing.  Points for this
Criterion will be omitted from the possible total for
calculating the score.)

Criterion Ten (5 points): Applicant maintains
professional knowledge and skills through continuing
education.

With regard to priorities, Criterion Two was listed
second for a reason.  Those of us who helped design this title
intended to recognize expertise, experience, skills,
knowledge with emphasis on contributions to the
enhancement of life care planning as stated in the Purpose
statement.

Criterion Two probably distinguishes the title Fellow
most from a license or certification.  In my recollection, to be
a Fellow was an honor bestowed by peers.  Renewal of such
was not a factor.  In fact, relevant to this article, with regard
to expiration of the credential, the original application
process included the following wording:

“Expiration: Once achieved, the Fellow designation does
not require renewal (emphasis added) as long as the Fellow
remains a member of IALCP.  At the discretion of IALCP, the
designation may be revoked for such reasons as failure to
follow standards of practice, ethical violations, or

malpractice.”

Question 2
MS:  As a pioneer in the life care planning profession,

please share with us your retrospective and prospective views
on what attaining Fellow designation as a life care planner
connotes.
ROW:  To build upon the response to the previous

question, a Fellow connotes a true professional whose
activities extend well above and beyond the call of billable
work activity.  Not only will the Fellow possess excellent life
care planning knowledge, skills, expertise and experience,
they will enhance the specialty practice in some observable
way.  The Fellow title was intended in part to be an
inducement to contribute to the profession in a variety of
ways and receive some non-monetary recognition for such –
or recognize those who have already achieved the criteria.  

Furthermore, volunteer organizations typically have a
scarcity of members who are willing to serve (committees
and leadership roles), or contribute to scholarship (teaching,
training, writing, etc.).  When I was President of IARP, it
seemed as if most of the same people volunteered over and
over.  We discussed ways to attract “new blood” with limited
(but important) success.  Scholarly manuscripts for the
journals were in short supply and required dedicated effort to
solicit relevant contributions.  Teaching/training talent
seemed an easier goal to achieve, although many conference
program committees may disagree.  I envision the Fellow to
be a person who steps forward to address one or more of
these needs.  In fact, as I write this, I can think of a few
professionals who should be invited to apply. 

Question 3
MS:  Becoming a Fellow does not broaden the scope of

practice a competent Certified Life Care Planner (CLCP) is
able to assume.  If a practitioner is already a CLCP, what
incentives are there to become a Fellow?
KP:  Any credential is optional for life care planners to

possess.  As we know, anyone can claim to be a life care
planner and establish a practice.  Practitioners choose to
obtain a credential for a specific purpose, which can be very
personal to the individual life care planner.  Many see
obtaining the CLCP as a way to “prove” qualifications and
believe it enhances market appeal to potential customers.  I
would agree that the CLCP can help achieve this goal.
Certification underscores that the life care planner has
obtained a core knowledge base through coursework and has
retained that knowledge to successfully pass an examination.
The purpose of the Fellows Program is entirely different.
Because of the requirement to have completed at least 50 life
care plans and to have a blind peer review, there is an
assurance that the life care planner actually can create life
care plans in accordance with published standards of
practice.  This goes beyond having the knowledge base to
demonstrating that the information can be appropriately



translated into real-life work product, thus showing expertise
that goes beyond basic knowledge.  Additionally, the Fellow
credential demonstrates contribution to the field of life care
planning through activity such as teaching, publishing,
service, and research.  These are not demonstrated in a basic
certification and are important for showing advanced
expertise.  

In my path as a life care planner, I did not choose to
obtain the CLCP.  I already had other credentials that I
believed contributed to my credibility and showed basic skills
and knowledge.  Therefore, I chose to obtain the Fellow as
my life care planning credential because it spoke directly to
advanced experience and skills.  I have been very committed
to making contributions to my profession and my roles as a
registered nurse, and I believe that the Fellow is the only
credential that recognizes going “above and beyond.”  Yes,
this also can enhance market appeal to potential customers,
just as the CLCP can, but I wanted a credential that could
specifically confirm a broader level of skill, experience, and
professional commitment.

Question 4
MS:  I understand that you served as the chair of the task

force that revamped the IALCP Fellows Program, and the
committee of eight included only one Fellow (Karen
Preston).  Please tell us how the task force was selected, and
describe the decision-making process involved in
determining the program needed reformation.
GP:  I was asked by our Executive Director, Carl

Wangman, to head up a task force for the revamping of the
IALCP Fellows Program.  A notice was sent out on all
organizations’ ListServs in order to obtain volunteers to sit on
the task force.  Unfortunately, there was only one Fellow that
agreed to be a part of the task force; this was Karen Preston.
Members of our task force included Cheryl Kauffman, Karen
Preston, Maryann Bowling, Sherry Latham, Paula
Zinmeister, Kathleen Kuntz, Steve Cooley and me.
Originally, the task force was requested by IARP due to many
complaints and disinterest by life care planners on how the
designation was being utilized and standards that did not
appear to be followed by Fellows.  Many life care planners
did not want to associate themselves with the Fellows
Program because of inadequacies they saw in the Program for
the designation and subsequently how people were portraying
themselves with this designation.  With that, we initially got
together for the first meeting in early 2012, whereby all task
force members were to thoroughly review the current
Program and to be prepared to discuss areas where it was felt
changes were needed in order to emphasize expertise.  It was
the opinion of the task force members that it was vitally
important to have a peer review process that a life care
planner addresses to Standards of Practice.  The standards are
derived from the field and are objective peer-reviewed
statements about what constitutes competent practice.  It was
felt this designation was not meant to just be another letter we

could attach to our names, but a solid reflection of proven
performance at the level required by the Standards of
Practice.

Question 5
MS:  You were the only Fellow on the task force that

revamped the Fellow designation Program in March 2014.
One of the major changes the task force approved included a
re-qualifying stipulation for existing Fellows, and the
revamped program provided no grandfathering
contingencies.  Many existing Fellows were upset about this
decision – especially since their entry into the Fellows
Program was not preconditioned on bases related to recurring
reviews, documentation of maintenance requirements, and
ongoing renewal fees.  Please give us your analysis of the
rationale for the decision, along with your views on it. 
KP:  I was invited by the IALCP board of directors to

serve on the task force.  As it turned out, I am the only task
force member who is a Fellow.  I understand that IALCP was
responding to concerns that some members had apparently
expressed that Fellows did not always continue to follow
standards of practice or contribute to the field.  In the course
of discussing a process whereby complaints could be filed to
address this, the majority of task force members also wanted
to consider a renewal process that could ensure continued
adherence to criteria.  The task force members were very
concerned that the credential remains something that is
highly regarded, credible, and sought after.  I appreciate the
concern that existing Fellows have with the addition of a
renewal process.  While I think it would have been helpful to
have more Fellow participation on the task force, the results
could still have been the same.  My view on the decision is
that it was made by the majority and was supported by the
Academy board, and that I must recognize that changes occur
in our professional lives that may not be how I would want.  I
hope that further change will be made to accommodate retired
life care planners.  I know that other Fellow programs with
other associations do not have a renewal requirement, but I do
not see this as something that should affect the intent or
prestige of the life care planning Fellows Program.  I want to
see the Fellow credential obtained by many more life care
planners who are certainly qualified.  To me, it has been very
valuable to have a credential that verifies I have established a
credible professional practice and that I contribute to the field
of life care planning.

Question 6
MS:  The task force ultimately introduced a number of

changes to the Fellows Program.  Please summarize these
changes, including changes made to maintain Fellow
designation for those who already attained Fellow
designation.
GP:  It took a great deal of time and effort going through

all of the guidelines and procedures for obtaining the Fellow
designation.  Many meetings were held and many rewrites
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were undertaken, in addition to a significant amount of
research by all task members to enhance the overall
designation.

Obviously, many of the changes had to do with just
verbiage.  In Criterion Two, we did change the minimum
submission of five examples of life care plans within two
years up to five years.  In Criterion Three, we felt it was
important to have at least two letters of recommendation
from referring sources within the past five years.  Under
Criterion Four, in addition to completing the minimum of 50
life care plans, we added a requirement of a minimum
working five years as a life care planner.  We wanted the
designation to reflect those who have had extensive enough
experience in the field of life care planning.  The completed
plans or the statements of a number of plans were going to
stay in the IARP office.

Once we were able to tackle what we felt was the criteria
for acceptable documentation, we then had to address the
issue of ethics and how any ethical complaints would be
handled as well as the process and procedures for processing
these complaints for Fellow designees only.  This, once
again, took a great deal of research, looking at other areas of
our organizations and how ethical complaints are addressed.

This whole process took approximately two years to
complete.  We then had our IARP attorney review all of our
documentation and the Program to make sure we have done
everything properly.  In addition, it was felt a renewal process
was appropriate, since we found many Fellows were not
participating at all in the life care planning community,
attending symposiums or summits to up with the changing
life care planning industry.  All that was necessary to
continue to be a Fellow previously was to pay your
membership to IARP.  We felt there needed to be more
participation by the Fellows to maintain and update their
skills.

Question 7
MS:  The task force that revamped IALCP Fellow

designation criteria in March 2014 introduced changes to the
Fellows Program that included requirements that all existing
Fellows henceforth:  (a) need to document newly specified,
requisite criteria to maintain their Fellow status, (b) pay a
renewal fee, and (c) submit a renewal application and
possibly undergo peer review to maintain their Fellow
designation.  Please share with us your thoughts on these
changes, and the potential implications for the life care
planning profession.
ROW:  It is admirable that the organization is attempting

to enhance the credential to make it more attractive for
excellent professionals to seek the recognition.  I do have
some concerns that may be put to rest with additional
comment by the committee.

I was involved in the creation of the original IALCP
Fellows Program and, as mentioned above, the title would
not expire except for the reasons previously stated.

(Incidentally, I was also honored with a Fellow selection,
FNRCA, from the National Rehabilitation Counseling
Association which does not expire.)  Therefore, in the future,
renewals and additional cost should not be required – at least
for Fellows who received the recognition before the rules
changes.  As a result of the modifications, some current
Fellows presumably will decide not to pursue renewal due to
the time and cost commitment.  So, it is conceivable that
some Fellows who received the designation prior to the
application modifications will believe that the “no
expiration” change is an unfair unilateral contract breach.
That predicament could be remedied by grandfathering the
Fellows selected prior to the changes.

To summarize recommendations:
A.  Continue with the no expiration process.  This is

typical for honorary designations. 
B.  If the organizational leadership insists on a renewal

requirement, then grandfather the Fellows who applied with
the no expiration expectation based on IALCP's written
process in place at the time.

Question 8
MS:  Looking ahead, tell us what you hope the Fellows

Program will become, and how it will advance our life care
planning profession.
ROW: In my view, to be selected as a Fellow is an

important and valued honor.  I continue to believe that the
title should be attractive to talented professionals who are
willing to contribute to the specialty practice in ways which
enhance life care planning practices.  Recently, I was reading
some litigation-related cases and articles and, with
satisfaction, noted that there were common references to “life
care planning” in appealed cases, as well as articles by
attorneys and others who were not life care planners.  This
rather massive shift in the litigation, healthcare, case
management and rehabilitation literature during my career
came about due to the efforts of many professionals, but I
will specifically tip my hat to IALCP Fellow, Dr. Paul
Deutsch, who is the true pioneer.  

I applaud the organization's intent to re-invigorate the
process to attract new Fellows and suggest including specific
invitations to apply to talented life care planning
professionals.  Another idea:  Perhaps on regular occasions,
journal and ListServ announcements could highlight life care
planning enhancements by Fellows (such as Fellows who are
elected to leadership positions, have accepted publications,
engage in service-related activities, are selected speakers,
etc.).  

Thank you for inviting my views on this important topic. 
MS: I would like to extend a multitude of thanks to

Gerri, Karen and Roger for their historical insights and
participation in this work.

*Sadly, Patti McCollom succumbed to her battle with
cancer on October 6, 2007.
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A Note from Tracy Albee
The above dialogue is a fantastic historical perspective of

the Fellows Program.  As the IALCP Board Chair Elect in
2015, I have been tasked with oversight of the Fellows
Program this year.  I wanted to update the readers on the
current status of our renewal process and our goal to increase
the number of Fellow applicants going forward.  We currently
have 16 Fellows, who were all recognized more than five
years ago.  In April of 2014, they were notified about the
change in the program and that renewal would be required by
the end of 2015.  In 2015, after I became involved, reminders
were sent.  As of the time of this is being authored, we have
had 12 renewals completed, or 75% compliance.  Two of the
remaining four Fellows have provided verbal confirmation
they are renewing, one as an active Fellow and one was a
retired Fellow.  All Fellows who have renewed have or will
be provided a plaque acknowledging their ongoing status as a
Fellow.  This clearly demonstrates the current Fellows seeing
value in the designation.  

Regarding the concern that my esteemed colleague,
Roger Weed, raises about the potential risk to IARP for now
providing a provision for grandfathering the current Fellows,
the IALCP Board of Directors sought counsel from IARP’s
Attorney, John Peterson.  After his review, he stated, “We
understand the renewal requirement was instituted to ensure
that those who have obtained the designation are keeping up
with the Standards of Practice and continue to contribute to

the field of Life Care Planning....As it appears all of the
current Fellows received adequate notice and time to renew,
it is our opinion that the new mandatory renewal requirement
will not impose any significant legal risk on IARP.”

Moving forward, there will be action to better promote
potential applicants.  This campaign started at the IALCP
Summit and Symposium in Phoenix, Arizona, in September
and was continued at the IARP Conference in New Orleans,
Louisiana, in October.  The goal is to increase exposure of the
Fellows Program through the Journal for Life Care Planning
and through the various ListServs and discussion groups.  At
this time, we do have one new applicant that followed the
Phoenix meetings.  I have just completed forming a new
Fellow Peer Review committee, who will be charged with
providing the peer review of the new applicants, as required
by the published process. 

Lastly, the application and renewal application are
currently being reformatted by one of our Board Members,
Laura Woodard, so that the process of completing the
documentation for either purpose will be more clear and easy
to follow.  The new applications will be available on the
IARP Website soon.

I encourage anyone with questions or interest in the
Fellows Program to reach out to myself, or to Carl Wangman,
at IARP Headquarters.  The Fellows Program is an important
designation of excellence in the field of Life Care Planning
and there are many professionals out there who meet the
criteria and would benefit from applying. 
Tracy Albee, RN, LNCC, CLCP, FIALCP, is the Chair

Elect of the 2015-2016 Life Care Planning (IALCP) Board of
Directors, and is an owner of MediLegal, A Professional
Nursing Corporation located in Tracy, California.
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On September 18, 2015, the 2015 Life Care Planning
Summit was held as a pre-conference to the International
Symposium for Life Care Planners (ISLCP) conference in
Scottsdale, Arizona.  This Summit was sponsored by the
International Association of Rehabilitation Professionals
(IARP) and the Life Care Planning Section/International
Academy of Life Care Planners (IALCP).  I had the honor of
chairing this Summit.  My planning committee members
were Patty Costantini, Jamie Gamez, and Debbe Marcinko.
We also had a plethora of volunteers who were integral to the
success of the Summit.  On August 19, 2015, a Pre-Summit
was held with the Facilitators and Recorders to allow them
the opportunity to participate in both sessions and receive
training on their duties during the Summit.  

Background
The Life Care Planning Summit is a biennial event

attended by representatives from professional organizations
and training programs, researchers, practitioners, and support
service providers to explore the current state and future
directions of the specialty practice of life care planning.
Although the process of life care planning and standards of
practice have been established, consensus and unity in the
field is a developmental process.  Through Summits,
participants have the opportunity to examine life care
planning issues, contribute to the resolution of these issues,
and be involved in the continued evolution of the field.

Since 2000, over 500 life care planners have taken a
vested interest in the future and participated in Summits to
address cutting-edge issues affecting Life Care Plans, Life
Care Planning and Life Care Planners.  Life Care Planning
Summits have been conducted in 2000, 2002, 2004, 2006,
2008, 2010, 2011 (Canada) and 2012.  Consensus and
majority statements affecting the practitioner have been
published.  

Historically, Letters of Endorsement of the Summits
and/or Proceedings beginning in 2000 have been received
from a multitude of organizations involved with the
multidisciplinary specialty practice of Life Care Planning
including:

• American Association of Nurse Life Care Planners
(AANLCP) 

• American Association of Legal Nurse Consultants
(AALNC)

• Care Planner Network 
• Commission on Disability Examiner Certification

(CDEC) 
• Commission on Health Care Certification (CHCC,

currently ICHCC) 
• Case Management Society of America (CMSA) 
• Foundation for Life Care Planning Research (FLCPR) 
• Georgia State University 
• Intelicus 
• International Academy of Life Care Planners (IALCP) 
• International Association of Rehabilitation

Professionals (IARP) 
• IARP-Canada  
• University of Florida 
• Vocational Rehabilitation Association of Canada

(VRA)

Past Summit locations and dates include:
• Dallas, TX – April 12, 2000
• Chicago, IL – May 18-19, 2002
• Atlanta, GA – April 24-25, 2004
• Chicago, IL – May 6-7, 2006
• Los Angeles, CA – May 15-16, 2008 
• Atlanta, GA – April 17-18, 2010
• Toronto, ON – June 3-4 , 2011
• Dallas, TX – May 5-6, 2012
Since the last Summit held in Dallas in 2012, Karen

Preston took the lead on a task force to review and revise the
Standards of Practice with the aid of the community of life
care planners.  This was completed and published in the
Standards of Practice for Life Care Planners, Third Edition.
Through this process, new topics were identified which were
focal to the 2015 Summit.

The IALCP has taken the leadership role in chairing the
Summit with the collegial relationships of the various
associations and organizations within the life care planning
community.  Over time, the Summit results have been
published and relied upon by practitioners in their daily
practice.  The Best Practices and Consensus and Majority
Statements serve as reinforcement for the work of the life
care planner.  Practitioners are on occasion asked about these
statements in the litigation arena.  Summit proceedings are
developed by life care planners for life care planners about
life care planning.  Being familiar and aware of these
statements is very important.  At the 2015 Summit, additional
consensus statements were developed.

Facilitators and Recorders for the roundtable discussions
were identified by the program Chair.  They consisted of
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qualified individuals from the supporting organizations as
well as other experienced life care planning professionals.
Due to the size of the number of participants, each topic area
had two roundtables.

Professionals in various health care fields, including
nursing, medicine, rehabilitation counseling, social work,
physical and occupational therapy, are involved in
developing life care plans.  As this specialized field of
practice continues to grow and develop, it is of specific
purpose that a coordinated effort with standardized
approaches be promoted.  Education of new and experienced
life care planners is an essential part of continuing
professional development.  The community of life care
planners continues to look for more advanced educational
opportunities along with ways to be involved in life care plan
certification and research.

At the 2015 Summit, the group was assembled in a
general session to explain the procedures and make brief
opening statements that would serve to help focus attendees
on the topics and issues. 

Results of the Life Care Plan Survey 2014: Business
Practices and Protocols Survey, conducted by Ann Neulicht
and Susan Riddick-Grisham, with support from IARP, were
presented as a precursor to the Best Practices in Business for
Life Care Planners.  The following are the results:

• A majority of respondents (55.6%) require a retainer
before initiating work on a case.  Retainer requests
range from $500 to $10,000 (average, $2,500). 

• Over 87% of respondents indicate that they routinely
(greater than 75% of the time) include interview
notes/forms and case-generated documents in their file.  

• Over 90% of respondents include cost research, written
correspondence to/from other professionals, a narrative
report, and Life Care Plan in their case file.  

• Respondents overwhelmingly bill by the hour (86.6%),
although a majority (51.1%) do not charge a different
fee for “rush” services (defined as 1 week or less to 12
weeks or less, with an average of 4 weeks or less).  

• A range of 10 to 80 hours is reported for Life Care Plan
completion (mean of 38.9 hours; median, 40 hours;
mode, 50 hours).  

• A majority of respondents (61.3%) charge a different
rate for court/deposition appearance.  

• While a majority of respondents also charge for
court/deposition appearance travel (61.3%), a different
rate is not charged for travel (79.3%), professional
services when retained as a non-testifying consultant
(96.5%), research assistance (80.5%), or administrative
services (77.4%).  

• Contacting the referral source is the most prevalent
means for resolving non-payment of bills (58.5%). 

• A majority of respondents (64.2%) keep closed case
files in both paper and paperless formats, including
generated work products (93.6%), interview notes
(78%), expert’s (own) deposition (59.6%), other expert

reports (50.4%), and research notes (70.2%).
• Most of the respondents (40.1%) maintain closed files

for 7 years. 
• The primary health care-related professions of

respondents are Rehabilitation Counseling (40.1%) and
Nursing (34.5%).  

• The primary certification is a CLCP (73.9%).  A
majority of respondents (60.6%) are owners of an
independent practice with employees/subcontractors
(75.8% rely on others to assist with cost research and
50.8% to assist with medical records review).  Life
Care Planning has been a part of most (58.87%)
respondents’ practices for 11 to 30 years. 

• Respondents have completed 1 to 3,883 Life Care
Plans; the mean number of plans completed by
respondents is 334 (median/mode: 100).  

• At least 144 respondents participated in the survey.
After the general session, numbers were assigned

randomly to obtain an integrated mix of experience, training
and knowledge.  Every attendee rotated through both topic
focus groups and participated in discussions on all topics.

The modified nominal group technique was used within
each group to gather information in an organized format and
to reduce the influence of verbal or assertive participants on
the outcome.  A summary of the modified nominal group
technique follows:

1. Ask the group members to write down their top 3 to 5
suggestions in order of priority.

2. Use a flip chart to go around the group and write down
suggestions.

3. Combine suggestions when possible.
4. After the issues are recorded, ask the attendees to

“vote” on 3 to 5 of the suggestions listed.
5. After the vote, the group facilitator assigns 1 to the

highest, 2 to the second highest, etc.
6. Facilitator adds up the score for each and the top

scoring 3 to 5 recommendations represent the decisions for
that group.

7. When the large group reconvened, each small group
contributed 3 to 5 recommendations. 

Theoretically, several overlapping recommendations
should be made.  Time was reserved at the end of the day for
additional discussion with the participants.

A working lunch then was held to include an Ethics
Presentation by Dr. Christine Reid.  She provided the
following for this Summit write-up:

Goals of the working lunch focused on ethics included:
1) learning about developments related to the

consensus statement focused on ethics from the last Summit,
calling for organizations relevant to life care planning to
come together and develop a unified code of ethics for life
care planning practice, and

2) discussing (in small groups) ethical dilemmas that
Summit participants have encountered in life care planning
practice, framing the discussion in terms of the ethical



principles of Autonomy, Beneficence, Fidelity, Justice, and
Nonmaleficence.

In the previous (2012) Summit, participants agreed on a
consensus statement related to ethical practice in life care
planning:

“Life Care Planners recommend the Life Care Planning
Professional Associations and Life Care Planning certifying
bodies, including but not limited to: IARP, IALCP, AANLCP,
ICHCC, and CNLCP, jointly work toward a unified code of
ethics for the practice of Life Care Planning.”  Since that
time, there have been some conference calls among leaders of
these organizations, but there has not been a commitment to
collaborate on a unified code of ethics for life care planners.
When committee members revising the Standards of Practice
for Life Care Planners (3rd edition) engaged in an
empirically-supported process of Standards revision, they
determined that it was most appropriate to separate the
Standards from the ethical guidelines portion of the previous
Standards version, and to defer decisions focused on
revisions of the ethical guidelines to a separate committee
charged with developing an appropriate code of ethics.  IARP
has now begun the process of appointing a committee
responsible for revising its code of ethics in a manner that
could be applicable to all life care planners.

2015 Summit participants reviewed basic ethical
principles that serve as the foundation for most professional
codes of ethics.  Descriptions of the principles of Autonomy,
Beneficence, Fidelity, Justice, and Nonmaleficence were
reviewed from the CDMS Code of Professional Conduct
Preamble (http://www.cdms.org/uploads/files/CDMS_Code
_of_Professional_Conduct.pdf) and the CRCC Code of
Professional Ethics for Rehabilitation Counselors Preamble
http://www.crccertification.com/filebin/pdf/CRCCodeOfEthic
s.pdf.

Participants reviewed how ethical dilemmas differ from
clear ethical violations, because dilemmas have an element of
“on the one hand..., but on the other hand . . . “ when looking
at what would be the “best” ethical decision.  Participants
then discussed how ethical dilemmas can often be described
in terms of conflict between ethical principles.  For example,
if an evaluee desires one approach to service delivery, but the
treating healthcare providers recommend another approach
as “best” for this individual, that can be considered a conflict
between the client’s Autonomy (making one’s own choices)
and the healthcare providers’ desire for Beneficence (what is
likely to be “best” for the evaluee).  Discussing the ethical
principles related to an ethical dilemma can be a useful tool
in ethical consultation.

Organizations and associations involved with life care
planning were invited to present to the attendees.  They
provided a brief synopsis of their presentation for the
purposes of these proceedings.

2015 Summit Remarks by Victoria Powell on behalf of the
AANLCP

1. AANLCP is in the process of publishing our scope
and standards of practice.  Purchase of the nearly 300 page
books will be available in January 2016.

2. AANLCP will hold its annual conference in San
Antonio at the Hilton Palacio del Rio on February 5-8, 2016
(pre-conferences are on the 4th).  The annual conference
dates will be flexible, but the conference has officially moved
from fall to late winter/early spring.  The theme for this next
conference is Blazin’ the Trail: Addressing Sensory Disorders
Across the Ages.  Presentations will include topics such as
cochlear implants, visual disturbances, Language
Acquisition through Motor Planning, sexual dysfunction, the
ACA, service animals, CRPS, and much more. 

3. Our membership offerings have changed and we
now offer tiered memberships which allow members to pick
and choose from the benefits they most value.  The
membership levels are Basic, Deluxe, and Premier.  Each tier
includes different products, services, and discounts.

4. Membership is open to nurses as well as non-nurses.
Non-nurses are encouraged to join as associate members.
Associate members are now offered the option to select tiered
memberships in order to take advantage of our purchasing
power resulting in greater member discounts. 

5. Member benefits now include coding and costing
resources and more.  EBSCO Nursing Reference Center,
Find-A-Code, ASA Crosswalk, ODG, Medical Fees are
offered as well as discounts to PMIC, AHD, and Word Rake.
NANDA discounts are in the works. 

6. We also offer a resource repository called Crash
Cart.  This platform allows members to search various topics
to find forms, templates, letters, websites, databases, costing
spreadsheets, and other useful information.

7. We have a mentorship program called Lifeline.  This
is free to our members and works to pair members together
for mentoring in both situational and ongoing needs.  Lifeline
includes mentorship for business-related topics as well as life
care planning practice-related topics. 

8. AANLCP is now working at the policy level.  We
have joined National Quality Forums which is a non-profit,
nonpartisan organization, whose members work to improve
healthcare in both public and private sectors by developing
consensus statements and convening various stakeholders to
spur action and improvement.

9. AANLCP is also a member of the Nursing
Organizations Alliance.  This partnership allows us to
identify, educate and collaborate with other nursing
organizations to build on issues of common interest in order
to advance the nursing profession.  The focus is to address
current and emerging nursing and health care issues.

10. The Journal of Nurse Life Care Planners has gotten
a new facelift and layout.  It is currently being indexed and
full text articles are available on our website. 

11. Our Core Curriculum is undergoing a revision.  Lori
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Dickson is the editor for the second edition.  Expected
publication date is late 2017/early 2018.

12. AANLCP offers several webinar educational series.
We have a potpourri of topics available in our monthly
#WebinarWednesday series.  We also launched our
Mastermind series this year which consists of four-week
courses each made up of a webinar, weekly discussion
groups, and an exam.  Mastermind covers a variety of
business-related topics such as strategic planning, financial
health, marketing, testimony, subcontracting, report writing,
and more.  Mastermind 2016 will begin in February.

2015 Summit Remarks by Jan Roughan from the CNLCP
American Association of Nurse Life Care Planners

(AANLCP) was founded in 1997.
The Association established the Certified Nurse Life

Care Planning (CNLCP®) Certification Board as a separate
non-profit entity in 2008.

The Certification Board develops criteria for, and
oversees specialty nursing certification within the practice of
nurse life care planning.

The Board, in an effort to be inclusive, has created
several “pathways” to afford nurses practicing within the
field of life care planning the opportunity to obtain specialty
certification.

Of particular relevance to those nurses who already
have their CLCP is a “reciprocity” pathway that allows an
individual to apply for, and obtain the CNLCP®, without
having to sit for the exam.  The reciprocity criteria, along
with the criteria for other expanded pathways that were
created recently by the CNLCP® Certification Board, is
contained in the CNLCP® Handbook published on
AANLCP’s website.

Two of the many goals of the CNLCP® Certification
Board are:

• establishment of a level of professionalism in life care
planning that is backed by evidence-based
determination of the treatment needs of the individual
affected by illness/injury 

• securing accreditation by the American Board of
Nursing Specialties (ABNS), thereby recognizing nurse
life care planning as an advanced practice within the
nursing profession 

2015 Summit Remarks by Susan Grisham from the FLCPR
The Foundation for Life Care Planning Research was

established in 2002 as a nonprofit research group, with a
primary focus on research on the reliability and validity of
the Life Care Planning process.  Although that remains an
important consideration for the Foundation, the Board has
broadened the scope of the mission to consider any well-
developed research design in Life Care Planning that
advances the field and makes a significant contribution to the
population of disabled individuals Life Care Planners seek to
serve.

Publications are supported by research grant funding
from FLCPR.  The most recent research grant was awarded
to Noel Ysasi, Ph.D., in 2014.  His research involved the
empirical analysis of 123 Physiatrists and 120 Life Care
Planners (LCPs) regarding their professional opinions as to
the prevalence and frequency of secondary complications
(SCs) among persons with spinal cord injuries.  Opinions
were then compared with the empirical literature.
Participants described how decisions were made and
whether to include the costs of future SCs or not based on the
possibility (less than 50%) versus probability (greater than
51%) of such complications occurring.  Furthermore, this
researcher surveyed both groups to assess for potential
ethical concerns among persons operating as a LCP
(provides expert testimony).  This study was intended to
provide LCPs with a guide as to whether or not particular
SCs should be included within the life care plan, while
gathering additional support from physiatrists as to whether
the inclusion of a cost should be added for specific SCs.
Publications will be forthcoming.

2015 Summit Remarks by Patricia Costantini from the
IALCP

Patty Costantini, Life Care Planning Section – IALCP
(International Academy of Life Care Planners) Past Chair,
provided an update on IALCP’s activities, which have
included the items listed below.

• The Journal of Life Care Planning was revived in 2015
under the leadership of Editor Dianne Simmons Grab.
JLCP is on course to publish four issues by the end of
the year. 

• IALCP convened a meeting of life care planning
industry leaders, which was held earlier that day
(9/18/15).  In attendance were representatives and staff
from IALCP and IARP, the Foundation for Life Care
Planning Research, the American Association of Nurse
Life Care Planners (AANLCP), and the International
Commission on Health Care Certification (ICHCC).
The industry leaders agreed to identify common goals
and interests and to continue to meet (preferably at life
care planning conferences) intermittently to maintain
open communication and collegiality.

• IALCP members have participated in IARP’s
educational endeavors by providing webinars relevant
to life care planning practice.  Additional webinars will
be available in upcoming months.

• IALCP section is excited and well prepared to assist in
the transition of the ISLCP (International Symposium
for Life Care Planning) from the FLCPR to IARP.
Current IALCP Chair, Debbe Marcinko, will be Co-
Chair of the 2016 IARP conference, to be held in
Pittsburgh, Pennsylvania. 

• The IALCP board of directors continues to direct its
efforts on updating and streamlining its strategic plan.
Goals are focused on the overall advancement of the



practice of life care planning.

2015 Summit Remarks by Evelyn Robert from the ICHCC 
We submitted the application for accreditation and will

know something by the end of the year and that we were very
optimistic.  The other announcement was that effective
January 2016 the exam will be a two-prong exam which will
include a life care plan written and based on a sample
provided by the commission and the multiple choice exam.

Robert May also spoke.  He went more into the
accreditation and his thanks to Dr. Reid for all of her help
with the application process.

2015 Summit Remarks by IARP Chief Staff Officer
IARP Executive Director Carl Wangman addressed the

opening session of the 2015 Summit by quipping any
association executive would welcome the opportunity to
address more than 80% of the members of his or her
association.  

He paid tribute to the leadership of the Foundation for
Life Planning Research Board and its decision to refocus on
vitally needed original research for the community.  He said
IARP and its staff look forward to the opportunity to bring
together the highly rated symposium and IARP annual
meeting.  The first joint meeting for the two organizations will
be held in Pittsburgh, Pennsylvania, October 20-23, 2016.
Evidence of the importance of life care planners to the
Pittsburgh event is the choice of Debbe Marcinko, the current
chair of the IARP Life Care Planning IALCP section, as the
co-chair of the combined venture.  The other chair is veteran
IARP member Steve Shedlin, a past president of the
international organization.

Mr. Wangman emphasized IARP’s focus on the
development of its ever-increasing student membership.
There are currently over 700 student members in North
America.  He admitted a mistake had been made when the
IARP staff and board assumed that graduates would shortly
be employed after receiving their master’s degree.  He said
the original steppingstone to professional individual
members in the association is called professional candidate.
The initial thinking was that professional candidate status
would be available for one year.  Now, the IARP board has
determined a minimum of two years is more logical for a
student to graduate, seek a job, and be employed.  After the
two-year period, the student is more likely to qualify as a
regular member of the association.  All students will be
contacted with this new longer probationary period.

Another major change in IARP is this focus on the total
career opportunities that exist for association members.
Before July 1 of this year, members who were interested in
more than one of the special interest sections were required to
pay additional dues.  As of July 1, all sections are now
available to all members, with the only exception being that
members of the Social Security Vocational Experts section
must have a blanket purchase agreement number from the

Social Security Administration as a prerequisite of their
membership in that section.  He said the association would
create a separate discussion group for those interested in
SSVE work, but have not yet received training.

IARP continues its outreach to new service areas.  The
new Vocational Rehabilitation Transition Services Section is
an outgrowth of a special program conducted last spring as a
part of the IARP Advanced Training Series.  Highlighting
federal action opening new practice opportunities, the
pioneer IARP program conducted in Chicago over two and a
half days featured Jim Boyd, Judy Drew, and Liz Watson as
the faculty.  The 40 attendees extolled the virtues of the
program, and a companion discussion group for the
attendees has been effective for the last six months.  Liz
Watson, who has been selected to the IARP Board of
Directors to represent the new Vocational Rehabilitation
Transition Services Section, will shortly establish a
discussion group and outline of the objectives of the section.

The IARP executive also paid special tribute to Heidi
Fawber, Patty Costantini, and Debbe Marcinko for their
aggressive promotion of the Pittsburgh venue.  He also
saluted Susan Riddick-Grisham and her program committee
for program excellence of the Symposium.  He promised that
IARP, in its management role for the 2016 event, would
ensure the quality of the Symposium is maintained at its
current high level.

After the working lunch with presentations on Ethics,
and by the various organizations and associations affiliated
with life care planning, attendees were re-assembled into one
large group and the breakout group results were presented
and summarized.  Overall, a significant amount of consensus
was reached on multiple topics.  In other areas, there was a
majority view.  The entire group then participated in
exploring whether or not these statements were in fact a
Majority or Consensus view.  Interestingly enough, despite
great efforts by the facilitators and volunteers to identify and
avoid already established majority and consensus statements,
and/or already established Standards of Practice, some
statements were found to be duplicative and therefore were
rejected due to their redundancy.

Following the Summit, a draft of the proceedings was
sent to all attendees.  Corrections and clarification were
obtained from the participants and incorporated as
appropriate into these proceedings.  This document is a
culmination of the efforts of many individuals and
representative organizations that have contributed and
endorsed the contents contained in this report.

Best Practices for Business and Best Practices for
Transparency were the main topics for the 2015 Summit.
This one-day Summit was a full day with a working lunch,
including an Ethics Presentation by Dr. Christine Reid,
followed by updates from the IALCP, Foundation of Life
Care Planning Research (FLCPR), American Association of
Nurse Life Care Planners (AANLCP), Certified Nurse Life
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Care Planners (CNLCP) Certification Board, and the
International Commission on Health Care Certification
(ICHCC).  

Topics discussed in the breakout sessions were: Best
Practice in Business of Life Care Planners and Best Practice
in Transparency for Life Care Planners.

Consensus Statements from the 2015 Life Care Planning
Summit to be added to the prior 99 Consensus and Majority
Statements from earlier Summits include:

100. Life Care Planners have the option to use
support staff under their direction and guidance in
completing life care plans.  

101. Life Care Planners shall identify conflicts
of interest. 

102. Life Care Planners shall identify the
sources of their recommendations. 

The attendees were an integral part in the development
and outcome for the field.  Attendees are listed below:

Michele Albers
Dorajane Apuna
Mary Barros-Bailey
Debbie Berens
Harold Bialsky
Santo Steven Bifulco
Stephanie Birely
Marianne Boeing
Nancy Bond
Giovanna Boniface (Recorder)
Penelope Carragone
Anthony Choppa (Facilitator)
Nick Choppa
Lisa Clapp (Facilitator)
Michelle Clarence
Maryanne Cline
Denise Colingnon
Mariann Cosby
Patricia Costantini
Brian Daly
Kelly Dawson
Heidi Fawber
Brook Feerick (Recorder)
Nancy Forest
John Fountaine* (Recorder)
Cynthia Fricke
Jamie Gamez* (Recorder)
Reg Gibbs (Facilitator)
Shelene Giles (Recorder)
Bob Gisclair
Cathy Gragg
Gary Michael Graham
Cathy Gross
Susan Guth
Janice Haris
Camie Hawkins

Lois Hawkins
Stacey Helvin
Carolyn Higdon
Shanna Huber
Carol Hyland
Harvey Jacobs
Vicky Jensen (Recorder)
Amy Johnson Mackenzie
Alex Karras
Elizabeth Kattman
Anita Kelly
Charles Kincaid
Trudy Koslow (Recorder)
Susan LaFollette
Stony Landry
Joanne Latham
Sherry Latham* (Recorder)
Dirk Leverant
Ashley Literski
Paul Lukasik
Lisa Mancuso
Ann Maniha
Stephen Mann
Debbie Marcinko
Irmo Marini
Michael Martinez
Francine Mazone
Hector Miranda
Nancy Mitchell
Ann Neulicht
Michele Nielsen
Jodie Nolf
Erin O’Callaghan
Judith Parker (Recorder)
Gerri Pennachio
Regina Pepin
Kellie Poliseno
Victoria Powell
Karen Preston (Facilitator)
Edmond Provder
Christine Reid
Rhonda Renteria
Mary Sue Richards
Susan Riddick-Grisham
Evelyn Robert
Mary Rohrig
Jan Roughan
Anne Savage Veh* (Recorder)
Carla Seyler (Recorder)
Lisa Simeoni
Dianne Simmons Grab
Ron Smolarski
Geri Springston
Diane Steffy
Linda Stempel



Larry Stokes
Robert Taylor
Wendy Thomason
Karen Tobie Shearer
Kacy Turner
Carol Upman
Liz Vinton
Hope Wade
Heidee White
Lora White
Candace Winter
Daniel Wolstain
Helen Woodard
Laura Woodard
Steven Yuhas
Nancy Zangmeister

*Participated in Pre-Summit process which was included
in general discussion. 

About the Author
Cloie B. Johnson, M.Ed., is a Rehabilitation Counselor

and Case Manager providing life care planning service at
OSC Vocational Systems, Inc. in Bothell, Washington.  Cloie
has chaired or co-chaired the Summits in 2010, 2011, 2012
and 2015.  She is also a past Chair of the IALCP.  
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The following statements were created by Life Care
Planners at various Summits between 2000 and 2015, and are
relevant and applicable to all life care planners:

1. Life Care Planners may come from a variety of
disciplines, provided they have qualifications including five
years’ experience in a primary discipline, complete
supervised time under a qualified life care planner and belong
to a life care planning professional association. 

2. Life Care Planners shall seek out mentor relationships,
educating students and unaffiliated professionals about life
care planning training, education, experience, special
knowledge and required credentials. 

3. Life Care Planners shall disseminate information
regarding their area of practice through electronic
collaboration, Web sites, peer-reviewed journals, books,
conferences and symposia and professional associations. 

4. Life Care Planning research shall be reviewed by
peers through an objective and “blind” process that addresses
methodology. 

5. Life Care Planners shall understand the definition of
reliability and consistently practice in such a manner. 

6. Life Care Planners shall explore markets for life care
planning outside litigation. 

7. Life Care Planners shall have knowledge of relevant
laws and regulations as well as local and national care
standards. 

8. Life Care Planners shall understand optimal outcomes
achievable for particular injuries. 

9. Life Care Planners shall promote and participate in a
national organization for life care planners that serve as a
single voice for the practice of life care planning and as a
single repository for life care planning resources. 

10. Life Care Planners shall complete 120 hours of
training including courses that focus on disability issues and
is specific to life care planning. 

11. Life Care Planning programs shall be based on the
latest knowledge and practices. 

12. Life Care Planning programs shall cover
certification-preparation as well as advanced topics and
complex issues. 

13. Life Care Planning programs shall be promoted
widely. 

14. Life Care Planning programs shall be offered in
accessible geographic locations and electronically. 

15. Life Care Planning continuing education units shall
be available at an increasing number of forums. 

16. Life Care Planning continuing education units shall
be available at forums that may not focus solely on life care
planning. 

17. Life Care Planners shall train themselves and recruit
others to instruct educational programs. 

18. Life Care Planner certification shall render its holder
a qualified life care planner, provided that certification is
maintained. 

19. Life Care Planner certification shall be renewed
every five years with the accumulation of 60 continuing
education units. 

20. Life Care Planners shall be licensed and/or certified
in their professional discipline before being certified as a life
care planner. 

21. Life Care Planner certification standards shall be
augmented. 

22. The International Commission on Health Care
Certification shall apply for National Commission for
Certifying Agencies accreditation. 

23. Life Care Planners shall hold a certification that has
mechanism for complaints and resolution. 

24. Life Care Planning certification shall flow from a
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practitioner-created core curriculum. 

25. The Life Care Planning certifying body shall not be
proprietary. 

26. The Life Care Planning certifying body shall manage
and disclose ethical complaints and violations. 

27. Life Care Planning certification exams shall be
developed and maintained by an advisory group. 

28. Life Care Planning certification exams shall be
administered by an autonomous entity independent of any
organization that provides life care planning training and/or
education. 

29. Standards of Practice terminology shall be reviewed. 

30. Standards of Practice terminology shall be defined. 

31. Standards of Practice shall delineate educational
requirements for entry into the practice of life care planning. 

32. Standards of Practice shall assert the role and
accountability of life care planners. 

33. Standards of Practice shall be based on a study
defining the role and accountability of life care planners. 

34. Standards of Practice shall allow for individual
judgment and expertise. 

35. Standards of Practice shall be utilized in the
development of the practice of life care planning. 

36. Standards of Practice shall be applicable to current
practices. 

37. Life Care Planners shall accept referrals only in their
area of expertise. 

38. Life Care Planners shall draft life care plans under
supervision for one year. 

39. Life Care Planners shall maintain objectivity. 

40. Life Care Planners shall maintain strict adherence to
confidentiality practices. 

41. Life Care Planners shall renounce inappropriate,
distorted or untrue comments about peers. 

42. Life Care Planners shall renounce inappropriate
processes and training. 

43. Life Care Planners shall disclose and differentiate
between the roles in which they may be called upon to act. 

44. Life Care Planners shall avoid dual relationships
when objectivity may be challenged. 

45. Life Care Planners shall better define dual
relationships. 

46. Life Care Planners shall establish themselves within
their primary field of practice. 

47. Life Care Planners shall objectively place their
client’s interests before any personal or professional
consideration. 

48. Life Care Planners shall adhere to relevant Codes of
Ethics. 

49. Life Care Planners shall have access to
recourse/corrective action process for Ethical violations. 

50. Life Care Plans shall be individualized. 

51. Life Care Plans shall be objective and consistent. 

52. Life Care Plans shall be lifelong and flexible. 

53. Life Care Plans shall be a clear, concise and user-
friendly document. 

54. Life Care Plans shall be comprehensive and based on
multidisciplinary data. 

55. Life Care Plans shall utilize research for
recommendations. 

56. Life Care Planners shall consider the integrity of
data. 

57. Life Care Planning shall depend on data collection,
analysis and synthesis. 

58. Life Care Planners may request additional data,
testing and evaluation if required. 

59. Life Care Planners shall research condition,
resources, services and costs. 

60. Life Care Plans shall utilize established procedures. 

61. Life Care Planning procedures shall be peer or
organizationally reviewed. 

62. Life Care Plans shall be developed in the client's best



interest. 

63. Life Care Plans shall include a basis for
recommendations. 

64. Life Care Planners shall utilize a reliable, consistent
method for reaching conclusions. 

65. Life Care Planners shall utilize adequate medical and
other data for opinions. 

66. Life Care Plans shall include an annotated list of
requested and reviewed data/sources. 

67. Life Care Planners shall utilize standardized
procedures and tools for gathering and reporting information. 

68. Life Care Plans shall feature standardized forms and
formats. 

69. Life Care Plans shall be consistent across similar
cases. 

70. Life Care Plans shall rely on medical/allied health
professional opinions. 

71. Life Care Plans shall be limited to the planner’s
expertise and scope of practice. 

72. Life Care Planners shall methodically handle
divergent opinions. 

73. Life Care Planners shall properly inject personal
expertise. 

74. Life Care Planners shall utilize credible, evidence-
based guidelines. 

75. Life Care Planners shall conduct an in-person
interview whenever permitted. 

76. Life Care Planners shall utilize protocols for cost
research. 

77. Life Care Planners shall gather geographically
relevant & representative prices. 

78. Life Care Planners shall utilize protocols for using
local versus national resources. 

79. Life Care Planners shall follow generally accepted
methodology. 

80. Differences in clinical judgment can result in
different recommendations. 

81. Life Care Planning databases, templates and software
shall have appropriate foundation. 

82. Life Care Planning products and processes shall be
transparent and consistent. 

83. Life Care Planners shall be involved in research. 

84. Life Care Planners shall include research in life care
plans. 

85. Life Care Planners shall study the reliability, validity
and accuracy of life care plans. 

86. Life Care Planners shall assess the reliability, validity
and accuracy of data and methods. 

87. Life Care Planners shall conduct longitudinal studies. 

88. Life Care Planners shall evaluate the cost-
effectiveness of life care plans. 

89. Life Care Planners shall study the impact of life care
plans upon quality-of-life. 

90. Life Care Planners shall understand and explain
research used in a life care plan. 

91. Life Care Planners shall utilize research that is
reasonable, relevant and appropriate. 

92. Life Care Planners may independently make
recommendations for care items/services that are within their
scope of practice.

93. Life Care Planners seek recommendations from other
qualified professionals and/or relevant sources for inclusion
of care items/services outside the individual life care
planner’s professional scope(s) of practice.

94. When the life care planner includes home care, both
private-hire and agency-procured services are options to be
considered.

95. The cost of private-hire home care includes care
giver compensation and associated expenses.

96. Life Care Planners shall consider the impact of aging.

97. Review of evidence-based research, review of
clinical practice guidelines, medical records, medical and
multidisciplinary consultation, and evaluation/assessment of
evaluee/family are recognized as best practice sources that
provide foundation in Life Care Plans.
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98. Best practices for identifying costs in Life Care Plans
include:

• Verifiable data from appropriately referenced sources 
• Costs identified are geographically specific when

appropriate and available
• Non-discounted/market rate prices
• More than one cost estimate, when appropriate 

99. Life Care Planners will define terminology of our
work product(s).  

100. Life Care Planners have the option to use support
staff under their direction and guidance in completing life
care plans.  

101. Life Care Planners shall identify conflicts of
interest.  

102. Life Care Planners shall identify the sources of their
recommendations. 
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The Foundation for Life Care Planning Research
(FLCPR) and the International Association of Rehabilitation
Professionals (IARP)/International Academy of Life Care
Planners (IALCP), in co-sponsorship with The Care Planner
Network and the Institute of Rehabilitation Education and
Training hosted the 21st Annual International Symposium on
Life Care Planning (ISLCP) in Scottsdale, Arizona, on
September 19-20, 2015, with a pre-conference workshop
held September 17th and the 2015 Life Care Planning
Summit held on the 18th.  Consistent with the theme of
“Change, Challenge, Opportunity,” the Thursday pre-
conference workshop focused on therapeutic interventions
for life care planning, including what, when and how much,
and was presented by an exceptional team of experienced and
knowledgeable life care planners that represent the trans-
disciplinary nature of life care planning.  Presenters
represented life care planners from a variety of therapeutic
disciplines including Kathie Allison, physical therapist; Dr.
Carolyn Higdon, communication sciences disorders
specialist; Karen Luckett, occupational therapist; Nancy

Mitchell, occupational therapist and Journal of Life Care
Planning Ethics Interface columnist; and Dr. Ruth Rimmer,
developmental psychologist.  In addition to providing nuts
and bolts information for the attendees that has direct
application to life care planning, the presenters also
addressed the scopes of practice among the various
disciplines represented as well as ethical issues in therapeutic
interventions and life care planning.  For Friday's pre-
conference workshop, the 2015 Life Care Planning Summit
was held to discuss contemporary issues and best practices
for life care planners.  (See proceedings from the 2015
Summit published elsewhere in this issue.) 

The 2015 Life Care Planning Summit was brought to a
close on Friday evening with a well-attended Networking
Reception and an opportunity to attend Roundtable
Discussions on select life care planning topics.  The reception
allowed all present to reconnect, rejuvenate, and refresh with
colleagues both new to the field and with experienced
practitioners, and was a great way to prepare for the
beginning of the ISLCP on the following day. 

2015 International Symposium on Life Care Planning (ISLCP)
Change, Challenge, Opportunity

September 19-20, 2015, Scottsdale, Arizona
Summary by Debra E. Berens, Ph.D., CRC, CCM, CLCP
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As in previous years, the ISLCP was an enormous
success, bringing in novel speakers and topics, and uniting
the field of life care planning practitioners.  Presentations
were outstanding and offered something for everyone, from
the newest practitioner to the more seasoned life care planner.
This year marked the 21st Annual Symposium which lived up
to its theme of “Change, Challenge, Opportunity.”  What
began on Saturday with a dynamic keynote presentation by
Dr. Al Condeluci set the bar for the rest of the two-day
Symposium.  Dr. Condeluci opened the Symposium with a
motivating, captivating and enlightening presentation titled
"Change, Challenge, Opportunity with Social Capital."  

Pictured:  Dr. Al Condeluci  

A self-described advocate and catalyst for building
community capacities and understanding culture since 1970,
Dr. Condeluci has worked as an attendant, caseworker,
advocate, planner, program director and is current CEO of
UCP/CLASS (Community Living and Support Services) of
Pittsburgh, Pennsylvania.  In addition to his leadership with
UCP/CLASS, Dr. Condeluci also teaches, supervises
students and serves as an advisor and consultant at the
University of Pittsburgh’s School of Social Work and School
of Health and Rehabilitation Science, and Robert Morris
University Graduate School of Business.  Since 1975 he has
continued to serve as a national leader and consultant on
human services and community issues and his keynote
address at the Symposium demonstrated a thorough
understanding of the value of our relationships established
with the people around us (i.e., social capital).  Dr. Condeluci
emphasized that relationships are essential to our well-being
and reinforced that the emotional and practical support we
share with the people in our social network helps us in all
aspects of our lives at work, at home and throughout
everything we do to create a fulfilling life.  His presentation
shed light that for too many individuals with disabilities,
opportunities to build social capital and to establish
meaningful, reciprocal relationships that support their
opportunities to live, love and work as valuable members of
their communities are limited, and how effective life care
planning and case management activities can facilitate

meaningful purpose for the individuals for whom the life care
plan is developed.  

Symposium attendees were next introduced to Melissa
Stafford Jones, Regional Director, U.S. Department of Health
and Human Services Region IX, who spoke in General
Session on the Affordable Care Act: Coverage to Care
Delivery.  Ms. Stafford Jones described changes in healthcare
coverage under the Affordable Care Act (ACA) and
addressed the difficult topic of how the ACA could
potentially affect life care planning from a care delivery
perspective.  Her presentation sparked much conversation
regarding the ACA and provided food for thought among the
life care planners in attendance.

The next General Session offered a view of life care
planning and end-of-life considerations with an eye toward
ethical considerations.  Presented by two experienced and
knowledgeable life care planners, Ms. Valarie Parisi and Dr.
Linda Shaw, the presentation opened up the opportunity for
attendees to explore end-of-life considerations for
individuals for whom a life care plan is developed as well as
considerations for their caregivers and loved ones, and
challenged life care planners to consider such issues, as
applicable, in the preparation of life care plans.  

Shifting from the General Session to the ISLCP Annual
Awards presentation, Dr. Paul Deutsch introduced the 2015
Award recipients in the five categories of Lifetime
Achievement Award, Outstanding Life Care Planning
Educator Award, Sheri Jasper Memorial Recognition Award,
Patricia McCollom/FLCPR Research Award, and Graduate
Student Dissertation/Thesis of the Year Award.  See separate
Summary of the 2015 Award Recipients following this essay.  

The Awards program could not end this year without
expressing our collective gratitude and recognition for the
consistent hard work and dependability of the staff of Paul M.
Deutsch & Associates who, year after year, organized,
coordinated, and ran all aspects of the Symposiums each
year.  For their behind-the-scenes and on-the-ground service
to the life care planning community, many thanks were given
for the talents and dedication of Tamar Gogoberidze, ISLCP
Event Coordinator; Rusiko Gogoberidze, Accounting
Manager; Dawn Thomas, Julie Kitchen, and others at PMD
& Associates who have helped through the years, including
especially Dr. Paul Deutsch, founding Board member of the
Foundation for Life Care Planning Research (FLCPR) and
supporter of each of the ISLCPs.  Special recognition also
was made to Susan Grisham during Sunday morning's
opening session when two dozen roses were delivered to the
conference site, given by her husband in recognition for her
ever-present service and energizing personality that she lent
to the Symposia each year as conference chair, co-chair,
educational committee member, cheerleader, collaborator,
problem-solver, and trouble-shooter.  Thank you again to all
the above-mentioned dedicated and selfless supporters and
hard-workers on behalf of the entire life care planning
community!  In recognizing these outstanding individuals
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and their years of service to the ISLCP, it was also announced
that, moving forward, the ISLCP will be managed by IARP.
The announcement was made for the 2016 ISLCP to be held
in Pittsburgh, Pennsylvania, and co-chairs for the event are
Debbe Marcinko and Steve Shedlin.  Additional information
and details on the 2016 ISLCP are found elsewhere in this
Journal.

Following a working lunch with the exhibitors, a General
Session was re-convened on the topic of orthopedic
considerations in polytrauma cases presented by Dr. David
Bailie.  Dr. Bailie, a world-renowned orthopedic surgeon
located in Scottsdale, Arizona, presented on treatment
modalities for orthopedic polytrauma cases and led an
engaging discussion on implications for life care planning.
Dr. Bailie's informative session educated attendees on
opportunities for orthopedic polytrauma cases and paved the
path for the afternoon breakout sessions that covered a
multitude of topics applicable to the life care planner.  

Afternoon breakout sessions addressed a cross-section of
content and ranged from prosthetic technology explosion
presented by Victoria Powell, to life care planning with
people who have vision impairments by Dr. Christine Reid, to
the cost effectiveness of specialty beds presented by Sue
Saunders, and ultimately to what life care planners need to
know about the transition to the ICD-10 presented by Dawn
Cloud.  For the Canadian life care planners, the 2nd annual
professional issue dialogue session was facilitated by
Giovanna Boniface to discuss life care planning issues
pertinent to Canadian practitioners. 

Rounding out Day 1 of the ISLCP was a well-attended
panel presentation on what life care planners consider when
making home care support recommendations for the life care
plan.  Led by panel moderator Susan Grisham, the panel
offered education and information from a diverse cross-
section of experienced life care planners and challenged
participants to consider best practices when recommending
home care for individuals.  Lastly, Dr. Allison Reuter
presented the final General Session of the day on the topic of
adjustment issues across the lifespan and meeting
psychological needs [of clients] following disability.  Dr.
Reuter shared her research in a meaningful way that
challenged attendees to consider adjustment issues for
individuals following disability.

Day 2 of the ISLCP began with a much anticipated
General Session on the topic of the Collateral Source Rule
and the Affordable Care Act and included relevant
implications for life care planning and economic damages.
Presented by the team of expert practitioners and presenters,
Cloie Johnson, Tony Choppa, and Dr. Tim Field, the session
offered an opportunity to put "rubber to the road" to discuss
if and how the ACA impacts the practice of life care planning.
A published copy of the presentation, with added resources,
titled The Affordable Care Act, Collateral Sources, and Tort
Reform:  Implications for the Life Care Planner (2015), was
provided to all attendees, compliments of Dr. Field and Elliott

& Fitzpatrick, Inc.  In addition to copies of relevant published
and peer-reviewed journal articles, the publication also
contains helpful Appendices A-C that include an ACA
Related Checklist for Forensic Litigation:  What a Life Care
Planner Needs to Know; a 50-State Survey on the Collateral
Source Rule and Write-Offs; and a comprehensive list of
examples of collateral sources.  The 90-minute session was
packed with useful information which provided more food
for thought for the life care planner within this emerging area
of consideration.   

The next two General Sessions offered an opportunity
for participants to learn from physicians on topics of
importance to the practicing life care planner.  Dr. Stephen
Mann presented on the topic of life care planning for
individuals with a spinal cord injury and challenged attendees
on what recommendations are appropriate and can be
supported within the life care plan.  Following Dr. Mann's
presentation, attendees learned about translational medicine
and importance in guiding outcome and therapy in
adult/pediatric rehabilitation needs, presented by Dr. Richard
Radecki.  Both physicians are well known to the life care
planning community and provided useful information for
attendees to apply to their practice.

Wrapping up the morning General Sessions was an
informative and thought-provoking presentation on
telecaregiving and using technology for safety and peace of
mind.  Presenter Kimberly Gully demonstrated real-time
video of telecaring for an individual with a traumatic brain
injury in his home using audio-visual technology and
described the opportunity for peace of mind for his caregivers
when using telecaring interventions.

Following a working lunch with the exhibitors, complete
with exhibitor drawings for give-away prizes for attendees,
Mr. Rick Riley led a General Session on prosthetic cost
projections and the capabilities of amputees.  A unilateral
below-knee amputee himself, Mr. Riley provided personal
insights into the challenges of prosthetic rehabilitation and
the opportunities he pursued following his own amputation to
become a certified prosthetist and to assist others on their
journey from amputation to capable individual.  Mr. Riley
provided copies of his book, Living with a Below-Knee
Amputation: A Unique Insight from a Prosthetist/Amputee
(2005), to attendees and challenged all life care planners
present to consider the individual factors and potential of
each amputee for whom a life care plan is developed.

Day 2 afternoon breakout sessions covered unique and
important content areas of life care planning for survivors of
sexual abuse as presented by Michele Albers; life care
planning methodology and application in elder care
management presented by Jennifer Crowley; and life care
planning for the person with spina bifida presented by
pediatric physiatrist Dr. Jacob Neufeld.

As the 21st Annual ISLCP adjourned for the year,
another well-attended and educational, innovative, and
enlightened conference was once again achieved.  For all the
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success of the Symposium, recognition also is given to the
many Vendors and Exhibitors who were present at the
Symposium to provide support and information, resources,
and materials valuable to all life care planners. 

Pictured L-R:  ISLCP attendee, Shelene Giles,
and Dr. Robert V. May  
Photo by:  Kim Wages



The 2015 International Symposium on Life Care Planning held in Scottsdale, Arizona, was the location for the
presentation of five prestigious awards within the practice of life care planning, including the inaugural Graduate Student
Dissertation/Thesis of the Year Award.  Below listed are the 2015 award recipients.  For a full description of all award
categories, please go to the Foundation for Life Care Planning Research (FLCPR) website, www.flcpr.org.  

Christine Reid, Ph.D., CRC, CLCP
Lifetime Achievement Award

There are four primary criteria for this award:   
1) The candidate must have contributed significantly to the body of literature in Life Care Planning.
2) The candidate must have advanced the field through word and/or deed. 
3) The candidate must have participated in enhancing the reliability and validity of the Life Care Planning process.
4) And the candidate must be known for maintaining the highest personal and professional ethical standards. 

Patricia A. Costantini, RN, MEd, LPC, CRC, CCM, CLCP, LNCC, D-ABVE, CNLCP
Outstanding Life Care Planning Educator Award

Criteria for this award include:
1) Demonstrated evidence of significant contributions to the dissemination of life care planning knowledge. 
2) The candidate should have teaching experience at the university level. 
3) It is expected that candidates will demonstrate effective life care planning education through in-person or online

classes, conference presentations, publications (peer and non-peer reviewed) and/or other means of disseminating life
care planning related knowledge. 

4) Community service related to life care planning is also expected.
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Congratulations 2015 Life Care Planning Award Recipients

Pictured L-R:  Tamar
Gogoberidze, ISLCP event
coordinator; friends of Dr.
Reid; and Dr. Chris Reid
Photo by:  Kim Wages
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Ann Maniha, RN, CLCP, CMC
Sheri Jasper Memorial Recognition Award

Criteria include that the person:
1) Evidences a consistent positive, supportive, friendly and encouraging attitude toward colleagues. 
2) Seeks out “newbies” at conferences and facilitate introductions to others. 
3) Exemplifies a willingness to go the extra mile with good humor and perseverance (such as helping staff at conferences

by volunteering or assisting in resolving problems). 
4) Mentors others without expectation for personal gain. 
5) Is a model for others in promoting life care planning (advancing the specialty practice, speaking about life care

planning is positive ways, offering new visions, developing new concepts or practices, etc.). 
6) Supporting Research in Life Care Planning and Disability through the Foundation for Life Care Planning Research,

University based research projects or in any fashion that is useful to the Life Care Planning Community. 

Irmo Marini, Ph.D., CRC, CLCP, FVE®
Patricia McCollom/FLCPR Research Award

For Research that: 
1) Meets the highest standards of design, methodology and analysis.
2) Contributes to the field of Life Care Planning.
3) Provides meaningful data that can be applied directly to the Life Care Planning and case management practices.
For the Research Award, it is expected the individual would have made a significant contribution not only to the body of

literature in Life Care Planning but to the everyday practices of Life Care Planners and either directly or indirectly to the lives
and well being of individuals with a disability. 

Pictured L-R:  Ann
Maniha, Julie Kitchen
and Dr. Paul Deutsch
Photo by:  Kim Wages

Pictured L-R:  Dr. Irmo Marini, 
Dr. Noel Ysasi, and Dr. Paul Deutsch  
Photo by:  Kim Wages



Noel A. Ysasi, Ph.D., CRC
Graduate Student Dissertation/Thesis of the Year Award

The Graduate Student Award is designed to:
1) Encourage either post graduate students in Life Care Planning training programs or traditional BA/BS or Graduate

Students in Rehabilitation programs with an interest in Life Care Planning to submit papers for review. 
2) The paper can be either a qualitative or research based project but must be within a defined topic of Life Care Planning. 

Congratulations to all!
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On September 20, 2015, we had the opportunity to
present “The Collateral Source Rule and the ACA:
Implications for Life Care Planning” at the International
Symposium for Life Care Planners in conjunction with the
International Association of Rehabilitation Professionals
(IARP) and the Life Care Planning Section/International
Association of Life Care Planners (IALCP).  The
development of this program began over a year ago, and
there were many updates to the material with the changes
occurring in the courts and practices of life care planners.
The week prior to the Symposium, there was a case update
relevant to our presentation.  During the presentation, we
supplemented the previously written materials with these
updates.  The purpose of this paper is to share this
information with those professionals involved in life care
planning.

Our presentation included previously authored works
including The Collateral Source Rule and the Affordable
Care Act: Implications for Life Care Planning and Economic
Damages (Field, Johnson, Choppa and Fountaine, 2015),
Will the Affordable Care Act and Tort Reform Render the
Collateral Source Doctrine Obsolete in Resolving the Issue
of Damages in Cases Involving Personal Injury and Life
Care Planning (Field and Weed, 2015), Standards of
Practice for Life Care Planners, 3rd Edition (IARP/IALCP,
2015), and the Consensus and Majority Statements Derived
from Life Care Planning Summits Held in 2000, 2002, 2004,
2006, 2008, 2010 and 2012 (Preston and Johnson, 2012).
Added to these materials included the additional statements
from the Life Care Planning Summit held on September 18,
2015, Adams v. Laboratory Corporation of America (2014),
and information within the ACA and the practice experience
and clinical judgment of the presenters.

Summary of Presentation
Cases

The definitions of the terms and recent court cases
outlined in the materials were presented.  Added to this was
an update to the Jones v. MetroHealth Medical Center, Court
of Common Pleas, Cuyahoga County, Ohio case decided in
April 2015.  Within one week of the decision reducing the
$14.5 million verdict to note the 3rd party benefit and
additional coverages available including the cost of the
annual premium and $6,300 out-of-pocket maximum, an
appeal was filed.  The final briefs including an amicus brief
were filed on September 16, 2015.  Additional extensions

have been granted with a deadline of November 19, 2015.
This issue continues to be monitored.

Another case discussed was Adams v. Laboratory
Corporation of America.  In this case, the plaintiffs alleged
that the defendant failed to identify abnormalities in pap
smears over a three-year period.  The retained expert
examined the slides and testified the defendant’s review fell
short of the standard of care.  This was excluded in part
because the expert failed to use a blinded review that was
called for in litigation guidelines approved by both the
College of American Pathologists (CAP) and the American
Society of Cytopathology (ASC).  Citing these guidelines,
the court concluded that the expert had failed to follow the
“generally accepted standards in the area of pathology or
cytotechnology.”  The 11th Circuit on appeal held that
exclusion of the expert's testimony on this basis was an error
of law and an abuse of discretion and characterized the CAP
and ASC litigation guidelines as self-serving standards
designed to make it more difficult for plaintiffs to sue.

The court opined the guidelines “are not objective,
scientific findings; they are not guidelines followed by
laboratories to screen for pre-cancerous or cancerous cells;
they are policy proposals to limit how the courts can find the
members of the organizations liable for professional
negligence when they are sued.”  The court also noted that,
as far as it could determine, this was the first time that an
industry group had promulgated a set of guidelines that
attempted to define and limit the evidence courts should
accept when the group's members are sued.  It was noted that
neither Daubert nor Kumho permits a scientific or medical
community to define a “litigation standard” that applies when
its members are sued, the court reasoned. It distinguished the
holding in Daubert that courts may consider the degree of
acceptance of a scientific technique or theory in the relevant
scientific community.  “The ‘acceptance’ to which Daubert
refers is the acceptance that the technique or theory has in the
community’s own field of practice when the science is being
applied outside of the litigation context, not the scientific
community’s opinion about the standard or type of proof that
should be required in litigation.”

The court noted CAP and ASC guidelines constituted
litigation policy designed to serve their members’ own
interests and were not the product of “disinterested scientific
inquiry.”  If these organizations were allowed to define what
constitutes admissible expert testimony in their members'
cases, then why couldn't other groups do the same, the court
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Prologue – The Collateral Source Rule and the ACA:
Implications for Life Care Planning

Cloie B. Johnson, M.Ed., Timothy F. Field, Ph.D., and Anthony J. Choppa, M.Ed.



48                                                                                             Johnson and Field

queried.  Why couldn’t pharmaceutical companies, based on
their expertise in pharmacology, adopt guidelines setting high
standards of proof for establishing that a plaintiff’s injury
was caused by a given drug?  Why couldn’t an association of
prison guards and wardens presume to define the meaning of
“deliberate indifference”?  “They can’t,” the court said,
“because courts do not allow interested groups to set
evidentiary or other litigation standards.”  For this and other
reasons, the court reversed the district court's exclusion of
expert’s opinion.

The point of the case suggests that Standards serve as
guidelines for professional practice, but not as criteria for
admissibility of expert opinion.  It seems that standards relate
more to credentials and practice vs. admissibility criteria. 

Standards of Practice and Summit Majority and
Consensus Statements

The presentation then focused on the Standards of
Practice and Consensus and Majority Statements from prior
Life Care Planning Summits.  These are the foundations
aspects of our practice and serve as a guide to our day-to-day
work, whether in litigation or not.  It is pointed out that the
Standards of Practice do not serve as litigation standards and
do not run the risks associated in Adams v. Labcorp to
determine injury or liability.  Further discussion was held
about the roles served as professionals coordinating life care
planners in a variety of settings including litigation.  The
Standards of Practice and Consensus and Majority
Statements from prior Life Care Planning Summits are not
created solely for litigation, nor are they in conflict with our
role in litigation.

The ACA
A brief overview of the ACA was presented including

that the ACA was:
• Enacted March 23, 2010, by Act of U.S. Congress,

taking effect on January 1, 2014.
• Upheld as “Constitutional” by U.S. Supreme Court on

June 28, 2012.
• Upheld 2nd time by U.S. Supreme Court on June 25,

2015, by establishing that both state and federal
exchanges were the same; subsidies allowed by federal
exchanges.

Major Elements include:
• The ACA is not a health insurance program, but

regulates the health care industry by expanding health
care to all Americans.  Generally referred to as the
“individual mandate.”

• Pre-existing conditions are not allowed as a reason for
denying insurance.

• Persons age 26 or less can stay on a parent’s policy.
• Eliminates such practices as denying coverage,

dropping a person from a plan, preventing unjustifiable
rate hikes. 

• Expanding Medicaid to people within state programs
and providing tax breaks for small businesses.

Additional specific information included areas not
commonly known, such as:

• Maximum share of the costs of covered services may
include the deductible, but otherwise exclude items
that don’t count toward the out-of-pocket limit.  

• These exclusions may include:  premiums, balance
billed charges, items and services the health plan does
not cover, penalties for failing to obtain pre-
authorization, deductibles or vision.  Some plans do not
count all co-payments, deductible, co-insurance
payments, out-of-pocket expenses or other expenses
toward the out-of-pocket limit.  

• These exclusions are costs above and beyond the limit
imposed by the ACA and may not apply to policies
outside of policies obtained through the state health
exchanges. 

• Further, and likely most significant, is the variability in
policies and the annual rate increases and changes to
policies in coverage beyond the “minimum essential
coverage” outlined by the ACA.

Practical Application
The practical application of the ACA to the life care

planning practice was then presented, including practical
information, suggested references and guidance with a few
examples.

• There is nothing in the Standards of Practice or
Consensus and Majority Statements indicating we
cannot provide a variety of information regarding costs
and collateral sources if requested.

• Life Care Planning is a tool of Case Management.
• Life Care Planners are permitted to provide useful

information to the parties as requested.
• Jurisdictional variations should be noted.
• We are not making a statement about what is the

“right” cost to use, or who should pay.
The jury and/or judge will do that.
• However, relating to costs, the issue of “reasonably
available to the evaluee” (SOP 4B) cannot be
ignored.  This includes “reasonably available” now
and in the future.

Examples of how this may appear in the Life Care Plan
are noted in figures 1 and 2.  You will see the transparency by
the Life Care Planner to note the charges to obtain the service
and the additional information about any policy that may be
in place, further footnoted with limitations or information
about the future reliability of the cost adjustment. 



Closing Remarks
In closing, the presenters provided suggestions for future

practice:
1. Be familiar with 

• Standards of Practice 
• Consensus and Majority Statements
• Rulings 
• Ethics 
• Scope of practice, etc.

2. Continue to practice as usual; consider preparing
different scenarios if requested.

3. Remain active and involved in conferences,
journals, etc.

4. Be familiar with collateral source rules (in the state

in which the case resides), including tort reform, if any.
5. Be familiar with rules and regulations of the ACA

(and insurance generally).
6. Be familiar with payment strategies (paid, actual,

billed, Medicare/Medicaid rates, VA rates, etc.) and how they
would apply in the specific venue (state/federal court).
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Interfacing with Forensic Economists - Is Our Practice
Under Siege?

Is life care planning as we know it at a crossroads?  Are
we, as life care planners, under siege by the legal community
and potentially the courts?  Recent court decisions and peer-
reviewed papers written by forensic economists have raised
serious questions, especially in the mind of defense attorneys
about the value of the Life Care Plan and its role in a forensic
case.  Joshua Congdon-Hohman and Victor Matheson
injected the Affordable Care Act (“ACA”) into the mix in
their paper, “Potential Effects of the Affordable Care Act on
the Award of Life Care Expenses,” Journal of Forensic
Economics 24(2), 2013, pp. 153-160.  Throwing away the
applicability of the collateral source rule and its impact in
every single Life Care Plan developed in a civil case, defense
attorneys have made this paper required reading by life care
planners who are now being asked to compromise well-
established standards of practice and embrace what the
authors’ arguments about limits on future payments due to
the (alleged) role of the ACA.

This reinforces the initial question above, the answer to
which is essentially one of ethics and how we choose to
practice as life care planners.  This dilemma is potentially
compromised even more by economic considerations.  A
plaintiff attorney will reject this paper as simply another
attempt by the defense bar, with the assistance of some
forensic economists, to minimize financial recovery for
damages in a civil case. They will run out and retain their
favorite expert to develop the next Life Care Plan to make
their claim.  But is that all there is to it from that side of the
bar?  What obligation does a life care planner retained by a
plaintiff have to educate their referral source of this potential
threat to their ability to recover damages for their client?

Let’s look at it through the eyes of the defense attorney.
Their obligation is to protect their client and minimize
recovery by the plaintiff.  They will want to use every tool at
their disposal to do so.  I expect that there is a lot of “expert-
shopping” going on these days to find that defense-biased life
care planner who will do what they can to satisfy the
demands of the defense attorney and embrace this argument.  

Whether or not your practice is a forensic one, life care
planners need to have an understanding of the research and
case law that is being written as I write this that can impact
our work as life care planners.  So, how to we do that?  As we

know, life care planners interface with forensic economists
on almost a daily basis.  After all, these are the experts who
will do the “number-crunching” and ultimately present to the
jury what actual dollar amount needs to be awarded to fund
the Life Care Plan.

There are two professional associations whose members
are the most familiar with what we do as life care planners:
the National Association of Forensic Economics
(www.nafe.net) and the American Academy of Economic and
Financial Experts (www.aaefe.org).  The National
Association of Forensic Economics (“NAFE”) publishes the
Journal of Forensic Economics.  The American Academy of
Economic and Financial Experts (“AAEFE”) publishes the
Journal of Legal Economics.  Both journals are peer-
reviewed.  Both associations have members in the United
States and Canada.

Membership in either association brings with it a
subscription to their journal and access to the ListServs
operated by the association.  Some of the most spirited
discussions you would want to read can be found on either
ListServ, many of which focus on the role of the life care
planner.  This is a great way to gain access to what is going
on in the legal community that could affect a life care
planning practice.

While subscription to the association ListServ is, of
course, optional, access to the published journal is an
invaluable resource.  I grant you, some topics would not be
of interest to the life care planner, but most issues should be
required reading.  In addition, access to the association
membership roster creates a marketing opportunity for every
life care planner who works in a forensic setting.  Reach out
to a forensic economist in your geographic area.  Get on their
radar screen.  In my experience, while I cannot always figure
out why it is, the forensic economist is often the first expert
retained by an attorney for the damages portion of their case.
A savvy forensic economist will often recommend a life care
planner they have worked with in the past or who they might
believe to be appropriate for a specific case.

Interface with forensic economists is a vital part of
practicing as a life care planner.  It is also a great way to
educate those who believe they know and understand what a
Life Care Plan is, even if they might not be at all qualified to
write one.
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News from the ICHCC
The International Commission on Health Care

Certification (ICHCC) is waiting to hear results of the
submission of our accreditation application to the National
Commission for Certifying Agencies (NCCA).  Hopefully we
will hear by the end of December. 

Canadian Circle
The following is an article written by Peter Lightbody of

Richards Buell Sutton LLP and originally published in
Richards Buell Sutton Insurance Law Newsletter, August
2010.  It has been authorized for reprint here by Mr.
Lightbody and provides a comparison of awards between
British Columbia and Ontario.

Peter Lightbody has practised exclusively in litigation
since joining Richards Buell Sutton LLP as an articled
student in 1997.  Peter has conducted many trials at the B.C.
Supreme Court and Provincial Court and has appeared at the
B.C. Court of Appeal.  Peter’s practice includes acting as
defence counsel for insurers with the focus of his practice
being estate litigation and plaintiff personal injury.  He has
also successfully represented clients at mediation and other
forms of alternative dispute resolution (ADR) in each of
these practice areas, including multi-party mediations.

Traumatic Brain Injuries and Cost of Future Care:
Ontario vs. British Columbia

Peter Lightbody
Richards Buell Sutton Insurance Law Newsletter

Here is some unfamiliar territory for British
Columbians: looking beyond our own border for the source
of an unusual and surprising legal trend.  But apparently there
is such a trend in Ontario (in awards for bodily injury):
soaring awards from juries for cost of future care in
Traumatic Brain Injury cases. 

The Ontario Decisions  
The issue is brought to the fore by two astonishing jury

awards, both challenged in the Ontario Court of Appeal.  In
the first, Sandhu v. Wellington Place Apartments, 2008
ONCA 215, the Defendants challenged a jury award that
followed a 2006 trial.  The Plaintiff was just two years old
when he fell from an apartment window in 2006.  According
to the Court of Appeal, which gave reasons in the spring of
2008, he suffered a brain injury “so severe that he will never
be gainfully employed and will always require supervision.”

The jury awarded $10.9 million for cost of future care, fully
$1.3 million more than the Plaintiff had even asked for. 

In the second case, Marcoccia v. Ford Credit Canada
Limited, 2009 ONCA 317, the jury returned a whopping
future care award of almost $14 million.  This, apparently,
was 96% of the maximum sought by the Plaintiff.  The
Plaintiff was age 20 when injured in an MVA.  He suffered
diminished executive functioning, and a host of physical,
psychological and emotional impairments that would render
him in need of full time care and competitively unemployable
for life.

Fighting your battles in the Court of Appeal is fine if you
were the big winner at trial.  If you are trying to undo a
disaster, the experience is quite different.  Nevertheless, it is
at least somewhat surprising that both of these massive future
care awards were upheld by the Ontario Court of Appeal.

In Sandhu, the defence argued on appeal there was no
expert evidence led that would permit the jury to reach the
conclusion it did, in particular on the $1.3 million dollar
award above the requested amount.  But the Court of Appeal
found such evidence.  The Plaintiff's actuary had explained to
the jury that they could adjust his numbers upwards or
downwards.  There was evidence also that some of the care-
givers at issue might charge rates higher than those used by
the actuary, and this alone, over time, could have raised the
numbers higher than the amount requested.  Finally, the
defence argued that the cumulative effect of the jury having
awarded the maximum sought under each head of damage
meant the trial must have been unfair and the verdict
unreasonable.  The appeal court described this as a “startling
proposition.” Of note, the Court went on to say that the award
was “within the appropriate range of damages awarded in
similar cases.”

In Marcoccia, the defence expert's scenario on future
care proposed a total cost of only $2 million.  Interestingly,
on appeal, the defence conceded that $11 million would have
been a reasonable result, but was unable to undue the trial
decision.  According to the appeal court, the jury actually
applied deductions to the numbers presented by the Plaintiff.

Back to British Columbia
Recently in B.C., we have not seen challenges in the

Court of Appeal to future care awards of over $10 million,
apparently because these awards are not being made at trial.
In MacEachern v. Rennie, 2010 BCSC 625 (trial by judge
alone) a 27 year old woman suffered significant brain injuries
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that would cause her to require care for the rest of her life.
Like the plaintiffs in the Ontario cases, she was ambulatory
and able to function at least at a minimal level.  The case was
unusual in that the Plaintiff had pre-existing psychiatric and
addiction issues and in fact had been living in a tent before
the accident.  After careful analysis, damages for cost of
future care were assessed at $5.275 million, rejecting the
Plaintiff's submission that the right number was $10 million.
With regard to future living arrangements, the trial judge
chose the cheaper option of group assisted living as opposed
to independent living with 24 hour care, and opted for an
additional care aid support of only 4 hours per day, rather
than 8 hours sought by the Plaintiff.  The court also rejected
12 hours of personal nursing per day, opting instead for two
hours, knocking well over $100,000 off of the nursing costs
sought by the Plaintiff.  These and other deductions had
significant impact on the quantum.

In Ediger v. Johnston, 2009 BCSC 386, complications at
birth left the Plaintiff with the mental capacity of a 4 - 5 year
old, and in need of round the clock care.  Her life expectancy
was only to age 38.  The court awarded approximately $2.15
million for future care, which presumably would have more
than doubled had she had a normal life expectancy.  Still,
even accounting for such an increase, the sum is a far cry
short of the Ontario awards.  It should be noted that the
Plaintiff in Ediger had a very supportive family who wished
for her to live with them for as long as possible.  The result
of the initiative to live at home was an award of over
$200,000 for renovations to the home, but nothing for future
“in trust” claims for the parents (the total past “in-trust”
award to the parents was $175,000).  The court found it likely
that as the Plaintiff entered adulthood, they would see the
group home setting as the preferred option, but this
contingency was factored into the over-all future care award.

Cojocaru (Guardian ad Litem) v. BC Women's Hospital,
2009 BCSC 494, was another medical malpractice case
involving complications at birth, in 2001.  The resulting brain
injury was devastating and attracted non-pecuniary damages
at the upper limit.  At age six, the Plaintiff did not walk or talk
and could not feed himself.  The damage was permanent but
some gains were possible.  Although the reasons for
judgment do not examine the individual care expenses in
detail, there was evidence the Plaintiff would never live

independently as an adult.  The Plaintiff presented evidence
that the cost of future care was $3.8 million.  The court
accepted this, but applied a 30% contingency because the
Plaintiff had some prospect for limited improvement and had
a driven mother who would ensure that possible
improvement was maximized.  The final future care award
was $2.66 million, with an “in trust” award for the mother at
$144,000.

Why the Difference?  These are always tragic and
emotional cases, and when placed before a jury the true
exposure can be difficult to predict according to conventional
legal analysis.

Unfortunately, with the Ontario cases decided by a jury,
there are no reasons for judgment to compare with B.C.
decisions, other than the reasons on appellate review.  It does
appear, however, that plaintiffs are throwing larger future
care numbers at the courts in Ontario than in B.C.  It is also
clear that the B.C. trial judges are employing principled and
practical approaches to future care claims in order to keep the
quantum in check.  It may well be that in the Ontario cases,
there was nothing more the defence could have done
differently to hold back the generosity of the sympathetic
jury.

Practical Considerations for Insurers
Insurers instructing counsel on such cases, regardless of

the province, should bear in mind a number of issues.  First,
there may be merit in challenging a jury notice filed by the
Plaintiff.  Second, defending future care awards requires
meticulous preparation to ensure the contents of the “crystal
ball” are not obscured: negative contingencies and life
expectancy issues must be addressed appropriate expert
evidence, not left to the common sense of the court.
Excessive care that is not medically justified, or that is
nothing more than further compensation for loss of amenities
(and already paid as non-pecuniary loss), must be exposed as
such.  Deductions should be sought for duplication with
government sponsored programs (this a weighty subject on
its own).  The challenge, according to the Ontario experience,
is to keep the jury on-side with the obvious utility of such
arguments when we all know where the sympathies naturally
lie.



This column is the collaborative effort of Nancy
Mitchell, Mary Barros-Bailey, Sherry Latham, Ann Neulicht,
and the Honorable Judith LaBuda.  The author is grateful for
their editorial support, wisdom and collective experience. 

The column is meant to be an educational forum for life
care planners.  It is not designed to offer an authoritative
opinion from the editor or editorial board of the Journal of
Life Care Planning, the board of the International Academy
of Life Care Planners, or the board of its parent organization,
the International Association of Rehabilitation Professionals,
nor is it designed to represent or replace official opinions
from the certifying body or other organizations associated
with the practice of life care planning.

Author’s note:  The author would like to thank Dianne
Simmons Grab for her tireless work and support of the Ethics
Interface column and congratulate her on her new position as
editor of the Journal of Life Care Planning.  In addition, a
hearty welcome is offered to Sherry Latham as our newest
committee member for the column.  Special kudos to the
Honorable Judith LaBuda for her input into this column.

Dilemma
I am working on the plaintiff side of a case and just

completed my evaluation.  During the evaluation, I became
aware that the plaintiff is selling his opioid medications.
How should I proceed? 

Response
This is a serious claim, so you must first assess the

credibility of the information you obtained and how you
obtained it prior to determining how to proceed.  First, did
you properly inform the plaintiff that any of the information
he or she provided you would not be confidential?  If so, and
we presume you followed this basic premise of life care
planning, then your next consideration is whether or not to
include the information in your report.  

Did the plaintiff directly relate this information to you?
Did a spouse or some reliable family member relate the
information?  Did a physician or pharmacist inform you the
plaintiff was obtaining opioids from multiple sources that far
exceed the number of opioids therapeutically prescribed?  If
you find the information credible, then you next will need to
address how it impacts your assessment.

Does the information affect your recommendations in
the life care plan; i.e., are opioids prescribed for the plaintiff
and an expense that would otherwise be included in the life

care plan?  Are the opioids prescribed for pain and, if so, is
the plaintiff failing to take the opioids for pain?  If so, does
this impact your recommendations regarding the type of
medical treatment and medications the plaintiff would need
for ongoing care?  If you find the information impacts the
recommendations of your life care plan, you should draft the
plan to include the costs/treatment you would recommend if
you had not obtained this information, as well as a plan to
include the cost/treatment that results from your having
obtained this information.  It will be up to a judge or jury to
ultimately decide if this information should impact the
amount awarded, if any, to the plaintiff and thus you should
not be the person who makes that ultimate decision.

Your evaluation is an objective assessment.  If you elect
to contact the retaining attorney prior to the inclusion of the
information in your report, then you should not permit your
report to be influenced by the direction of the retaining
attorney.  The retaining attorney may elect to have you refrain
from writing a report and discontinue your services, but it is
you, and not the retaining attorney, who must determine if the
information is relevant to your life care plan. 

It can be helpful to understand the reason the medication
is being sold; e.g., if funds are needed for daily living
expenses, there may be other accessible sources of funding.
If the medication is not really needed, this should be a
consideration in the inclusion of it in the life care plan. 

Ultimately, you must remember that you are not the fact
finder regarding how this information will affect the
plaintiff’s claim.  It is your responsibility to draft an unbiased
report that includes any credible information you have that
affects the plaintiff’s life care plan.

Relevant Organizational Standards
From the International Academy of Life Care

Planning Standards of Practice (2015):
II. PHILOSOPHICAL OVERVIEW / GOALS OF LIFE
CARE PLANNING

Goals of Life Care Plans:
In life care planning, the evaluee is defined as the person

who is the subject of the life care plan. 
A. To assist the evaluee in achieving optimal outcomes

by developing an appropriate plan of rehabilitation,
prevention, and/or reduction of complications.  This
may include recommendations for evaluations or
treatment that may contribute to the evaluee’s level
of wellness or provide information regarding
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treatment requirements.
B. To provide health education to the evaluee and

relevant parties, when appropriate.
III. STANDARDS OF PERFORMANCE

2. STANDARD:  The life care planner shall practice in
an ethical manner and follow the Code of Ethics of
his or her respective professions, roles,
certifications and credentials.

MEASUREMENT CRITERIA:
a. Follows the Code of Ethics for his or her profession.
b. Follows the Code of Ethics for his or her professional

roles, certifications, and credentials.
IV. STANDARDS OF PRACTICE

2. STANDARD:  The life care planner must have skill
and knowledge in understanding the health care
needs addressed in a life care plan. 

MEASURMENT CRITERIA: 
Consults with others and obtains education when the life
care planner must address health care needs that are new
or unfamiliar. 
7. STANDARD:  The life care planner seeks

collaboration when possible. 
MEASUREMENT CRITERIA:
a. Fosters positive relationships with all parties.
b. Seeks expert opinions, as needed.
c. Shares relevant information to aid in formulating

recommendations and opinions.
From the Commission on Health Care Certification

(2013):
X. PRINCIPLES AND ASSOCIATED RULES 

Principle 1 - Professional and Legal Standards
ICHCC certificants shall behave in legal, ethical, and
professional manner in the conduct of their profession,
maintaining the integrity of the Code of the Professional
Ethics and avoiding any behavior, which would cause
harm to other entities and/or individuals.
Rules of Professional Conduct:
R1.1 ICHCC Certificants shall obey the laws and

statutes in the legal jurisdiction in which they
practice and are subject to disciplinary action for
any violation, the extent that such violation
suggests the likelihood of professional misconduct.

Principle 6 - Confidentiality
ICHCC Certificants shall respect the confidentiality of
information from evaluees, their representatives and any
other sources. 
Rules of Professional Conduct:
R6.1 ICHCC Certificants shall inform evaluees or their

representative when applicable of the service to be
provided regarding the limits of confidentiality.

R6.2 ICHCC Certificants shall inform evaluee
confidentiality is waived when the ICHCC
Certificant has good reason to believe that
circumstances are life threatening or that laws of
the state in which the ICHCC Certificant practices

requires reporting of suspected abuse or neglect. 
From the Commission for Case Manager Certification

Code, Professional Conduct for Case Managers (2015):
PRINCIPLES
Principle 7:  Board-Certified Case Managers (CCMs) will
obey all laws and regulations.
STANDARDS FOR BOARD-CERTIFIED CASE
MANAGER (CCM) CONDUCT
Section 2 – Professional Responsibility 
S 4 – Legal and Benefit System Requirements Board-
Certified Case Managers (CCMs) will obey state and federal
laws and the unique requirements of the various
reimbursement systems by which clients are covered.

From the CDMS Code of Professional Conduct
(2014):
PRINCIPLES
Principle 7:  Certificants shall obey all laws and regulations,
avoiding any conduct or activity that could harm others.
RPC 1.12 – Misconduct:  Certificants shall not engage in
professional misconduct.  It is professional misconduct if the
certificant:  a. knowingly assists or induces another to violate
or attempt to violate the Code, or does so through the acts of
another;
RPC 2.03 – Confidentiality:  a. Disclosure Certificants shall
inform the individual client at the outset of the
certificant-client relationship that any information obtained
through the relationship may be disclosed to third parties.
Disclosure of information shall be limited to what is
necessary and relevant, expect that the certificant must reveal
information to appropriate authorities, as soon as and to the
extent that the certificant reasonably believes necessary, to
prevent the individual client from (1) committing acts likely
to result in bodily harm or imminent danger to the individual
client or others or (2) committing criminal, illegal, or
fraudulent acts.

From the Commission on Rehabilitation Counselor
Certification, Code of Professional Ethics for
Rehabilitation Counselors (2010):

d. CONFLICTS BETWEEN ETHICS AND LAWS.
Rehabilitation counselors obey the laws and statutes of the
legal jurisdiction in which they practice unless there is a
conflict with the Code.  If ethical responsibilities conflict
with laws, regulations, or other governing legal authorities,
rehabilitation counselors make known their commitment to
the Code and take steps to resolve conflicts.  If conflicts
cannot be resolved by such means, rehabilitation counselors
may adhere to the requirements of law, regulations, or other
governing legal authorities.

From the American Association of Nurse Life Care
Planners, Nurse Life Care Planning Scope and Standards
of Practice (2014):
Standard #3.  The Nurse Life Care Planner demonstrates high
standards of professional conduct in delivering Nurse Life
Care Planning services.
Nurse Life Care Planning explanation:



• The Nurse Life Care Planner demonstrates honesty,
integrity, responsibility, accountability, timeliness, and
respect for human dignity. 

• The Nurse Life Care Planner practices ethically and
lawfully. 

Standard #4.  The Nurse Life Care Planner safeguards
privacy rights.
Nurse Life Care Planning explanation:

• The Nurse Life Care Planner exercises responsibility,
discretion and respect in handling and use of all
protected or sensitive information and materials. 

• The Nurse Life Care Planner considers that the rights,
well-being, and safety of the individual should be the
primary factors in arriving at any professional
judgment concerning the disposition of confidential
information. 

Standard #5.  The Nurse Life Care Planner assumes
responsibility and accountability for professional action,
opinions, recommendations, and commitments.
Nurse Life Care Planning explanation:

• The Nurse Life Care Planner assumes accountability
for Life Care Plan and actions, opinions, and decisions. 

A response to the above ethical dilemma will be
published in the next issue of the Journal of Life Care
Planning.  This journal welcomes the submission of real
world ethical dilemmas.  Submissions will be altered to
promote confidentiality and kept in strict confidence.  Please
send submissions via email to nancymitchellot@gmail.com.
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Questions are based on the ethical dilemma and discussion
regarding the use of interpreters beginning on page 55, Volume
13, Number 4.

Dilemma Questions:

1. Ethics are developed for professionals or organizations
to:
       a. establish rules.
       b. provide a systematic approach to principles and

guidelines for the decisions of right versus wrong
behavior.

       c. prohibit personal morality issues to be included in
decision-making.  

       d. serve as a “watch dog” on everyone.

2. Ethics and morality are:
       a. the same thing.
       b. are often interrelated when the code of behavior

allows your personal beliefs to also be involved.
       c. can never be interrelated.
       d. have nothing to do with one another in a professional

setting.

3. In circumstances where there are conflicts between
ethics and laws, life care planners should:
       a. adhere to the law if conflicts cannot be resolved.
       b. make their known commitment to the code.
       c. disregard the ethical code and involve the authorities

immediately.
       d. make their commitment to the code know, attempt to

resolve the conflict and, if the conflict cannot be
resolved, maintain the legal guidelines.  

4. According to the International Academy of Life Care
Planning, the person who is the subject of the life care
plan is referred to as the:
       a. patient.
       b. life care plannee.
       c. evaluee.
       d. client.

5. As life care planners, we should inform the injured
party that information disclosed during the evaluation
process:
       a. will be held confidential.
       b. may be disclosed to third parties and is not privy to

confidentiality as is the attorney-client privilege.  
       c. will only be shared with his/her attorney.
       d. is confidential.

6. Life care planners utilize the following during their in-
home evaluation and development of the life care plan:
       a. a stethoscope.
       b. critical thinking to analyze and categorize assessment

data.
       c. a full head-to-toe assessment.
       d. review of medical records only.

7. According to the guidelines for Professional Conduct
established by the International Commission on Health
Care Certification, the Certificants shall obey all laws
and regulations, avoiding:
       a. any conduct or activity that could be disclosed as

inappropriate.  
       b. any conduct or activity that could harm others.
       c. conduct unbecoming to the field.
       d. all of the above.

8. All life care planners, in addition to obeying the
standards and guidelines for the field of life care
planning, must also obey state and federal laws
regarding:
       a. legalized marijuana use.
       b. unique requirements of the various reimbursement

systems.
       c. the code of ethics of all of that life care planner’s

applicable clinical discipline(s).
       d. the code of ethics for any professional discipline that

can practice life care planning, even if that life care
planner does not have that credential.

Continuing Education Credit Questions
Name: ________________________________________________________________________________

Phone Number: ________________________________________________________________________



9. Professional misconduct could be considered when you
have a life care planning colleague: 
       a. have too much to drink in a public setting.
       b. discuss a case with you they are involved with for

professional feedback.
       c. invoices you for a referral fee when s/he gives your

name to a referral source.
       d. not provide a source list as a part of their life care plan.

10. Professional misconduct could be considered when
you review or critique a life care plan and discover:
       a. plagiarism from an authoritative resource material.
       b. a deficit in the amount of provisions for the injured

party.
       c. the opposing life care planner produced a life care plan

without proper medical foundation.
       d. advertising as a life care planner without a

certification for life care planning.
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