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Introduction 

Wh) arc "c· as clinical practitioners, interested in research aimed at validating the proces 
of Life Care Planning? There are multiple answers. Through research we can improve the 
process. raise lane.lard , help answer ethical question and resolve ethical dilemmas. Perhap 
~11mpor1an1ly v.e protect the patient's acce s to life enhancing care through this \Cry u e-

t ful Case MJnagcment tool. En uring the future of Life Care Planning is e sential to protect­
ing the l'.alastroph,cally injured patient' access to quality of life enhancing care through 
rn1onary ca c management practices. In light of the recent challenges presented by the 

1 D.iubcrt ruling . the future of Life Care Planning a a forensic tool i dependent upon "alidat­
rng the: Life Care Planning proce. s in the eyes of the court (Countiss & Deutsch, 2002). We 
can do this through definitive re earch attesting to consi tent methodology employed by Life 
Care Planning professionals that i reliable, valid and relevant to the individual patient' case. 
B«ausc we intend to objectively validate the utility of Life Care Planning a a tool in case 
~nagemen1. Jet's fi rst consider the facet of reliability that are prercqui 11c to \alidation of 
Life Care Planning. 

Issues Related To Relia bility 

~ Dcton_strating the reliability of Life Care Planning as a ca e management tool is at the 
or the

0
(k"'al~dati~~ Life Care ~lanning as a specialty area of practice. Relia~ility _i ~ompri ed 

tinder . ~ dabihty and consistency of the Life Care Planning process to yield 1milar re ults 
Ca, .. p~,,m,!ar conditions. In other word Life Care Plans (LCP ) arc reproducible. If Life 

.. ann,n • . ' 
'C\ufls f ~ 15 a reltabJe tool in Ca e Management and the provision of patient care. then the 

• 
0 3 gi ven LCP · · • • r ab1lity of L· can be cons1 tently replicated. We can convincingly demonslrJte re 1-

trirnioate ;:e ~ re PJanning by appropriately designed research studies. First we need to dis­
& Rumrill 

1
1

99
\1.ecn two aspects of reliability: intra-planner and inter-planner reliability (Bellini 

• 9). 

. Intra-Planner Reliability 
• Intra 
~ ·planner ( a 1.- _ . • 
~ ... y to the -~-. Intra -rJter. or Intra -observer) reliability pro ides internal consis-

: ~ss much like "tes1-re1es1·. Intra-planner reliabilily auests 10 1h<: con isrenl 
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application of an individual Life Care Planner's processes and the rer bTt f h 
that process. Given similar circumstances the process of dev I • iaht tLyCo t e results of . d . ' e oping t e p recom 
ttons an co. t estimates are the same Certainly s1·m1·1ar" d d menda-fi . . · , ,orms an proce ures would be 

bc
or codllechtmg the mf~rmation needed for similar cases. But intra-planner reliabilit usect 

yon t at type consistency. Y &oes 

. Because the LCP is a document that makes recommendations for case mana e 
estimates the costs of those recommendations t' t w·11 d • ·1 g ment and . . , 1 pro uce s1m1 ar recommendaf 
cost estimates given patients with similar disabil1't'1es and 1·" • tons and be h · • . . 1te circumstances Diffe 

t;een t e md1V1dual patients, their families, and geographic locations would be ap rences 

:~~ ii ~~1:;\ :::i~~f ~~ n ~h:actors _in the ~omparisons. Example: The basis for establ ishr:;~~; 
re ardless of . pro:1s1on o. care for a C-5 tetraplegic should remain consistent 

g . . geo~raphtc location and irrespective of subsequent development of cost d 
~a~ is bemg vahdated_ is _the basis for establishing need for care, level of care, and availa~~-
ty O _care. Costs are mc1dental to these issues. It does not vary depending upon the -
:~ric !:ale or any other predisposing factor for bias. The significance of inter-planner;;~ 

1 tty _,s a~ a given Li~e C~re Planner will produce the same LCP document whether it is r0-
duced m Indiana or Cahforma, whether it is produced as an Independent Medical Examin!ion 
~IME) or as a forensic tool of the defense or plaintiff or even whether funding is available t 
implement the recommendations. 

0 

Inter-Planner Reliability 

Inter-planner (a.k.a., Inter-rater, or Inter-observer) reliability provides external consisten­
cy to t~e process. Inter-planner reliability indicates that Life Care Planning is a 
standardized process, consistently applied by Life Care Planners across the country in a 
similar manner. Given similar client disabilities and circumstances, Life Care Planners, in 
general, present similar recommendations and cost estimates. Wide discrepancies do not occur 
between plans generated by different Life Care Planners for the same patient. Let's consider 

an example demonstrating these concepts. 
What if Dr. Smith who always works for the plaintiff, always gets his cost estimates for 

custom modification of a vehicle to accommodate a wheelchair from Jaguar, Porsche, and 
Mercedes? Dr. Smith could show a tight range of costs, and his results would be consistent 
and dependable over time, for each and every LCP he develops. On the other hand, his col­
league, Dr. Jones, only accepts defense work. Dr. Jones consistently gets his cost estimates 
from Bubba's Junkyard, Billy Bob's Pre-Owned Palace, and Honest Eddie's. [Note: Honest 
Eddie's motto is "We'll beat any deal or give it to you for free," so Dr. Jones always checks 
with him last.) Dr. Jones's results are also consistent and dependable over time, for each and 
every LCP he develops. However, reliability between the LCPs provided by Dr. Smith and Dr: 
Jones does not exist. The results vary depending upon which Life Care Planner writes the 

LCP~ 
Dependability and consistency in applying the Life Care Planning process will reliably 

yield similar results under similar conditions. While general reliability is necessary to estab­
lish vahdity, it is not entirely sufficient. Validity is case specific. A standard, "valid" life care 
plan for alt people who are infected with HIV does not exist. Each LCP must be valid for 

th
e 

individual for whom it was developed. If Life Care Planning is a valid process, then a good 
LCP will accomplish its mission : one mission should be to "provide appropriate future c~ t~ 
meet individual client needs, to decrease the frequency and severity of medical compli~att0ns 
for a particular patient, avoiding case management by crisis intervention, and improving 

the 

----------------------------------
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~ ty of life. Establishing the validity of the Life Care Planning proce 
rail qua . ss 

. 111·s ove . tenets of Life Care Planning are sound. 
paue I the basic 
hows iha 

Issues Related To Validity 

. . has four major aspects: face validity, content validity, criterion-related validity 
Yahd•lY 1.dity These four aspects can be used as lenses through which to view valid~ 

truct va ' • . 
and con . . to be established, evidence of each of the four aspects should be demonstrat-

for vahd•tY h 3) 
itY· .. & Rumrill, I 999, C ap. • 
ed (Belhnt 

face Validity 

lidity in life care planning refers to whether the LCP "looks like" it appropriately 
_face v~isability-related needs of a given individual. Although face validity is not evi­

details i;e hether or not the LCP accurately presents an individual's needs, it is still important 
dence ocw Planners Because the LCP is a tool for educating people about disability-related 
to Life are • 

. fit does not appear to represent those needs accurately, then family members, judges, 
~~

s
• .

1 
urance adjusters, etc. may not accept it as a useful instrument. The establishment of 

Junes, ms . 
face validity speaks to the lay audience. . 

Content Validity 

Content validity relates to whether the elements included in the LCP actually address aJl 
the disability-related needs of an individual with a particular disability and set of circum­
stances for enhancing their life across their life span. The specific LCP should address aJI of 
a particular patient's needs without providing for extraneous treatments. An annual urologicaJ 
exam would be an important part of the LCP for a person with a spinal cord injury, but not for 
an individual who has had her leg amputated. Furthermore, to find a meaningful and useful 
life, the patient's needs could reasonably be expected to extend beyond medical care. These 
needs may include vocational education and retraining. One approach to examining content 
validity is to have a group of recognized experts come to consensus about which items are 
most appropriate. Relating your recommendations to published treatment protocols and tan­
dards of care could help you to demonstrate the content validity of elements in your life care 
plan. An excellent reference is Outcomes Following Traumatic Spinal Cord Injury: Clinical 
Practice Guidelines for Health-Care Professionals issued by the Consortium for Spinal Cord 
Medicine (July 1999). 

Criterion-Related Validity 

valid~rit~rion-related validity is the gold standard of validity. Evidence of criterion-related 
mat~ty •s presented when a relationship exists between the LCP' recommendation and e ti­
estirruit:sts 3nd some outside measure, or criterion, relevant to tho e recommendation and 
dictiYe , t0.sts• There are three types of criterion-related validity: concurrent validity, pre-

Ya id1ty, and convergent and divergent validity. 



Concurn.-nt Validity 

Conl'urrcnt validity refers to the rcl.1tion~hip between clements of the LCP and oh· .. 
fi~ding, a, .ailablc ur the time the plan wu, developed. (concurrent "ut the same time" ,.~~five 
l'ltcnt tit, the dcmogrnphic profile m1d circum,tanccs of individuals studied in Aging ~t:,e 
Spinal Cord lnjuric, (Whitcncck. Charlifuc, Gerhart, ct al., 1993), it ~hould be pos~ibl Uh 
Jcmon,trutc simil;uity between the LCP's recommendations und the rccommcndation5 ~ lo 
for the individuals in that published study. As medical reM:arch and education advanc m~ 
~tandards of prm:ticc for Life Care Planning must neccs~arily evolve to keep e • .'. 
D • 1 • .l ' I I . Pact cmon,tratmg roncurrcnt va 1u1ty s mws t 1at the specific LCP meets the current standard • 

. .• . b I Sof practu.:c anu "not o ,o etc. 

Predicth c Validity 

Pr~<licti\'~ \ali_dity i~ of g.rcatcst interest to those_ u~ilizing. the LCP for reserve ~Uiog. 
budget mg, or m a I orcns1c sett mg. Demonstrated prcd1ct1vc validity answers these questions: 
I) Do the recommendation and co~t cslimatcs accurately predict the services over time that 
"ill be needed by the individual for whom the plan was written. and al what cost? 2) If the 
LCP' rcrommendation~ arc implemented in full. and the LCP predicts they will help reduce 
the incidence. frequency. severity, and duration of complications, will the research s1udy 
dcmon~trntc a difference from the occurrence of lhose complications in patients with similar 
injuries but without LCP~? 3) If projections of life cxpcc&ancy arc included in the LCP, arc 
those projection\ .accurate? Predictive validity examine~ the quality and quantity of follow-up 
on paticnb "ith whom LCPs have been completed. The goal i~ to re-examine these patienLs 
and update the plans later in time to establish predictive validity. 

on,·ergent And Dh·ergent Validity 

Convergent and divergent validity ~re specific types of criterion-related validity. They 
could be addressing either concurrent or predictive variables. Essentially, if you have evidence 
that two things that should be similar to each other. are similar to each other (converge) you 
have e\·idence of convergent validity. Likewise. if two things that should be different from 
each other, actually are diffcrcnl from each other (diverge,. you have evidence of dh'C~enl 
,·alidity. Evidence of convergent validity is demonstrated when the recommendations in a 
LCP for an individual who has lower extremity paralysis arc similar, in some ways. to thoSt 

in a plan for an indi\·idual who has lower extremity amputation. On the other hand, thc -~ 
ommcndations for an indi\'idual who ha~ congestive heart failure would be expected to dill 
from those of an indi\·idual who has a hearing impairment. If the Life Care Plans for thcSt 
two indi\·iduals are not different. then the divergent validity of the two plans is not dtnl()O' 

strated. 

Con.~trud Validity 

Con~truct validity is the essential validity to establishing that the basic tenets of Lif~.;: 
Planning are sound and are evolving contemporaneously with related healt~ care f (l1t' 

d l•d't Evidence 0 
Construct validity might bcsl be understood a.~ theoretically relate va 1 1 Y· . , aod th' 
strut& validity is presented when a theory or hypothesis predicts a particular fio<lani;. 



/6/ 

~I iudy correspond to 1ha1 prccJiclion. Ahhough Life Cnl'\: Planning • 
nnal)tlCu . . f I ., . . IS not 

rt"'lt.~ of ~n e. ,nanY of the undcrlyang tc~cls o .. aac Care Phmn_mg could be con~idcrcd lite• 
.hl"l.,r') rxr . ~ For exnrnplc, we of}i!rnte under the a.,~umpuon th.it the development an·' 

' v,.. · :,n<l~,uon ·11 ,1 • . I . . ,1, . u 
..A1,,,1prc,·· fa "ood LCP wt ue~re.a,e t 1c 1nc1ucnce of medical c<Jmphcations and 

,w (J(IOO (l c- • Ti I . • 
_.Jemt" . J du~I\ quality of hfc o tc,t t 1at a,sumpt1on, we could compare the mte of 

lfl'I'' n ,n I\ 1 • I d LCI> • I 
11"-1e,...e a , people \\ ho ha\e unp cmcnte a w111 those who duJ not ha\c a LCP. 

uon~ ,or • I • I • I ·' C • · · • " 1111phCJ • tcrvicw 1n<J1\1dua, w111 1mp ementcu L Ps and 1nd1v1duals without ~uch 
Id al,o 10 h 1· f , ., \\'( e<'U ~ hclll qucsuon~ about t cir qua aty o 1,c 

plJJlS, nod a, 
1 

n of con<.truct validity lead!) us to conclude that validalion must be an 00. 
C ,n,1JcrallO . f' . f 1 · .I . • ' . There urc many d1 ,crcnt ac;pccl~ o va 1u1ty most of which change with rune. 

r-llng rro"c. ... .• r of \anablcs involved in LCP complicates the process of resean:hin,, relia-
lJTge numl"" . . . . o 

111'. J 1 .11ty relative to Life: Care Planning. The only solution 1s to reduce the number 
11)30 \Jiu . . . . 

~
11 bl in ony given rc,earch pr0JCCl and increase the number of proJccts llcmg conducl• 

of\~~ ~~:t;lc tudy \\ ill conclu,ivcly vali~ate Life Care ~lanni_ng once and for all. Every 
t\i ·h ~,ud) provides another piece of evu.Jence establishing Life Care Planning a.\ a \·alid 
~J;1Jnagemcnt tool. We need to begin collecting clement!. that contribute to estabh~hing 
~~ahdity Life Care Planning's place m the management of the catastrophically injured 

p.111ent's ca~ 

Basic Scientific Re earch l\1ethodology 

Ba.m: sc1cnrific resc.irch can be applied to achie\ e the goals ot dcmonstrnting the relia­
btlll), \ahd11y and relevancy of Life Care Planning as a tool for Case Management of the 
1t\erely d,,ahlcd patient. In order to do that. we need an understanding of scientific rnethod­
ol,igy 

HJpothesi -Drhen Research 

BJ,i~ scientific research i\ dri\ en by the testing of hypotheses. The hypothesis is our ~t 

""ppo~ition of "hJt \.\C thin"- 1s happening under a given set of circumstance.. \Vhile the 
<helopme~t of a wor"-ing hypotheses is applicable 10 individual client assessment (Reid, 
l<J97', aou 1~ employed in daily clinical practice, it can also be applicable to a larger field in 
tt~rJI su~h a~ Life CJre Planning Each . cientific tudy or expenment js designed to ask a 
(\lr11cular q • . . 

. ucst•0 n abour the hypothesis. The results of each study or expenment ha"c the 
~en11al to eith 1 . . 
!he h . . er end support to the truth of the hypothesis or to d1,prove ~ome challenge to 
t>..-,,:.h~~•s. Ac., the C\ 1dence in support of a hypothesis accrues. the hypothesis m3y 

Pbnn,· a_ "ell-accepted theory on how thin,,s work. This does not imply that Life Care 
ng IS a th e 

~e de\eh eory It is certainly not a theory, but rather a very u\ef ul tool. So how might 
t ..... .1 -~ hypothcse\ about Life Care Planning to test scientifically? 
'""1honally I . • 

of 1hc Pubt· 
1 

: lypothc ... e, develop from careful observations of a phenomenon or reviews 
• . is led hr ·r· t • 0 •. 1~ 1~ 1n1e11 ...... 1 c •1 ure in an area lcJdinf' to a rational asses,mcnt of the field nee an 1~ 3 

"" Ualfy fo c, • . ~• 
lo1es1 Whethe rmetl of how tlungs might be working. then a rcsean:h quesrion can be J>O~'u 
10 an,"er th rt~ hypothcse\ is true. A cicntific study sets forth specific aim, and obj~~ ti\·es 
r~:orded a~ ,~;~arch question. The specific aim~ define the re!>ponsc ~ari,1hle t~:tt will _be 

~rt Planning ~tcome of lhc inve~tigation. In the instance of research for vahdauon of ~•fe 
th010gy, ... • te body of puhlishcd literature is only now emerging. For a comprchcnsr,e 

Of L·i ..,,;e the ap d. "bl" h 1 t C.ire Pt . pen a,i; to lhe Amicus Curiae Brief (Countiss, 2002) and The Di iograp Y 
anning and Related Publication, ( Weed, Berens & Deu1sch 2002 >. as well as 
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lfamiltoo·. i t:\te of the M:1cnce paper (1999). However, the issues ari,ing from the U.s 
upremc Coun ruling on Daubcn v. Merrill Dow ( 1993) can ~ -e to ,uppon rationale for1Ci: 

cnttfic studic to validate the Life Ca.re Planning proccu. The ruling hu a\k.ed three Ullpor. 
tant queMions as to \\ hether Life Care Planning. in all its aipccts. arc I) reliable. 2) \'a)id. aJld 
3) rcle\.int to each specific patient's case. Therefore. our hypoth~i, is th.al LCPs arc indcfd 
t) reliable. 2) valid, and 3) rclc\-ant to each specific patient's case. 

The Research ProctsS 

A single hypothesis can gencr.itc mnny research questions. Several research (JUCSti<>ftl 
gtncrated hy this hypothesis ore posited as instructi,·c c~amplcs throughout this manUScript. 
Inn research study. the research quc~tion is add res~ by dc\'clopmcnt of specific aims and the 
rese.irch objecti\'es through ~hich the specific aims arc going to be accomplished. The spe. 
cific aims specify the response variables to be analyzed. Nell.. the 5tudy protocols and JlCOCt .. 
durcs are de\clopcd. Tite protocols and procedures detail the methods lo be employed lo 
~sure consistent collection of reliable data. After the data is gathered. it must be sLttisticilty 
analyzed. To be meaningful. the results must be interpreted in context of the current Sbtc of 
the profession and its future directions. 

The Design or Research Studies 

The research process is captured within the O\'erall design of the proposed study. 
Whatever the hypothesis. design the best possible study to dispro\·e it. Results gathered in this 
manner ha\'e the strongest impact. 

Research Study Designs 

A major distinction in design can be made between dcscripti\'e and analytical study 
designs. (Bellini & Rumrill. 1999. Chap. 6). Descriptive studies arc non-cxpcrimtntal « 
.. cohort" studies, while Analytical studies test hypotheses. Dcscripti\'e studies gather d3ll ol 
interest about a certain population. a cohort. A cohort is a subpopulation of patients th3t sh.ft 
particular characteristics. e.g. HIV infection or hemiplcgia. The outcome of a dc5cripli\t 
study might be a detem1ination of the prevalence of disability within a certain poputati01. 
After analyzing the results of a descriptive study statistically and making some infcrtnet aboo1 
the meaning of the data. a hypothesis may be generated that can be tested analytically. Jn i 
cohort of insulin-resistant type II diabetics. the prevalence of hearing loss might be <Ida· 
mined. The individual case repon and case series are always descripti\·c studies. usually oh 
singular. interesting nature. These studies can provide a provocative observ3tion justif)i~1 

larger. descriptive cohort study. Descripti\·e studies can inform the design process for mal)t­
ical studies. A retrospective case review groups similar cases as cohorts and collects ~f" 
data about them. They can be either descriptive or analytical. An example of an :wl)-tica 
case review study would be the comparison of LCPs that were updated 5-7 years after i~ 
rnentation to determine the predictive validity of the initial LCP. Prospecti\'C longitud~ 
studies arc more powerful lhan retrospective case reviews. They always test hypot~ bl 
following a panicular endpoint o,·er time in a specially enrolled patient population. If ra * 
descriptive study lhc prevalence of hearing loss in insulin-resistant type II diaberics •Cft 

found to be very high, then some hypothesis of why that occurs might be put forward and~ 
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·mental intervention in a prospective longitudinal study (Elwood. 1998. Chap. 2; 
--' b\' expert 4) 
cu • - 1997. Chap. • 
f)ialltadOS1• 

ssanstical Design And Power Analysis 

rtantly. statistical consultation should be a part of the study design process. Because 
IJTIPO ust ultimately be analyzed statistically to be meaningful. it is extremely helpful ro 

die dalta ~th 3 statistician in the design stage of the study. The final methods of analysis should 
C(JIISU t WI JI • be . • ned before data co ect10n g1 ns. 
t,e det:•the data collection has been completed, statistical analysis will indicate whether the 

A is significant However, the qualitative parameters for deciding what is significant 
outco:echosen before data collection begins. The level of the difference detected must be set 
must low to minimize the chance of identifying a false positive effect. known as a Type I error. 
vcr;ype I error occurs when the difference detected in the study is accepted as a true result 
~n it is not Conventionally, the level of significance is set at p < 0.05, so that the proba­
bility of a Type I error is less than 5%. In contrast to the p~meter for the Type I error ra~ 
me parameter for the Type II error rate should be set very high. A Type II error occurs when 

difference is detected, but a difference actually does exist, in other words a false negative 
~ identified. The Type II error probability is frequently set as high as 80 - 90% (Bellini & 
Rumrill, 1999, Chap. 3; Friedman, Furberg, & DeMets, 1998, Chap. 7; Piantadosi, 1997. 

Qiap.4). 
Statisticians can also help determine whether the proposed study is feasible. This is done 

by power analysis. "Power" refers to whether the study has the capability to detect a signifi­
cant difference in the response variables given the levels set for the qualitative parameters dis­
cussed above. Power comes from the number ( ) of participants included in the study and the 
magnitude of the effect of interest. If a sufficient number of cases are not available to po\\er 
the study adequately, then it is not feasible to conduct the study because no meaningful results 
can be detected. The required for the study to detect a difference can be calculated from lhe 

expected effect size and the expected variation in the data. If the effect size is small. or the 
variation large. then the N must be large. The circular question is "How can the effect size 
from a study that has not been completed be determined?" The answer is. that it cannot be 
detennined. only estimated. Published reports of similar effects or preliminary studi~ v. hich 
•e small studies that were not "powered" and may not have detected a difference in outcome-s. 
can infonn us about estimating the effect size and the range of variation in the effect (Bellini 
& Rumrill. 1999, Chap. 6; Friedman, Furberg, & DeMets, 1998. Chap. 7; Senn, 1997. Chaps.. 
4 & 13.). 

lndusion!Exdusion Criteria 

_ lnclusion/e1clusion criteria define the study's target population. (Bdlini & Rumrill. 1999; 
:•~i. 1?97, Chap. 8). The baseline characteristics considered by the Mudy are dcscri~ 
_., lhe mclus1on/e1elusion criteria, including any baseline exams the study might d«m impor­

~
111 IOcontroJ of potential extraneous confounding variables. A confounding \'ariabk. or bias. 

:: iOfne fac~ ~ accounts for an effect identified in the study, but m4bL.!) a true effect. Some 
. >mrnonly identified confounding variables include baseline characteristics oft~ ctltk.llt uch 
~n:~• a~. cullural bac~g~ound a~d ~oci~onomi~ le,·el. Other _co~founding , ariJbk . 

identified as pre-ex1stmg medical conduwns ,, uh palhology smular to lhc PJlholog) 
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of intere t in the tu<.Jy age or with pathology that e,rncerbates the severity or progreHion or 
the pathology of interest in the tudy. 

. . One. way to cont~I ~or confounding varinbles is to set the inclusion/exclusion criteria 10 
lrm1t their pre, ence \! 1thin the tudy population. It might be reasonable in a ~tudy on the 
~ffects on 1.Q. of HIV-A sociated Dementia (HAD) to exclude those patients with a pre-exist­
mg do ed hend trauma or cerebral tmke. In the nme study. age might be limited to young 
adult aged 21 -35 to control for the normal age effects on intellect seen in immature and gen. 
ntric population . The inclu ion/exclusion criteria crvc as nn assessment of eligibility. or 
check Ii ·1. for partidpant enrollment to the tudy. 

Another way to control for confounding variables is to include the confound in the study 
population. but tratif y the tudy by the level of the confounding variable. Socioeconomic 
effect are commonly tratified by le el of education achieved and earned income. Gender 
might be an interesting confound within the ame tudy of HAD effects on intelligence, not 
becau e mnle and females have c scntially different IQ•s, but because the HIV disease state 
underlying the ob. erved pathology may progre differently in males and females due to their 
intrinsically different immune y tcm . Stratifying for a confounding variable has the poten­
tial to identify important and ometimcs unanticipated effects. 

tratification can al. o be u ed tote t hypotheses. In an analytic retrospective case review 
tudy, the respon e variable, i.e. recommended level of nursing care for a C5 tetraplegic, may 

be stratified by ome factor of intere t to test a hypothesis. An example would be testing for 
intra-planner reliability by grouping the members of the cohort from a single practitioner's 
ca eload according to whether they were referred for development of the LCP by defense or 
plaintiff coun I or for IME and comparing the mean response variables for the groups for dif­
ference . In thi tudy the inclu ion/exclusion criteria would be set to limit the population to 
a ingle Life Care Planner' caseload and to pccifically include patients referred from all three 
ources. 

Ethics In Research 

As practitioners and researchers we have a responsibility to protect the research subject 
from potential harms including psychological harm. This responsibility includes preserving 
the privacy and confidentiality of the patient' infonnation. Federal regulations aimed at 
assuring these safeguards govern research. Maintaining the security of the research data bank 
is a separate concern that only ethical research is conducted using the information in the _data 
bank. The data should not be available for "junk" or unscrupulous scientific endeavors. 
Finally, the conduct of research carries with it the ethical mandate to make public the findi~gs 
of the scientific study, (Bellini & Rumrill, 1999, Chap. 4: Brody, 1998; Dunn & Chadwick. 
1999; Piantadosi. 1997, Chap. 3). 

Privacy And Confidentiality 

One way to assure the confidentiality of the patient ' records is to remove the identifiers 
from the records. Alternatively the identifiers can be dis ociated from the records and the key 
to the dissociation process kept under lock and key as privileged infonnation. These saf:· 
guards notwithstanding, informed consent for the study should be obtained from th~ st~dy ~ 
subjects as part of the eligibility of subjects for inclusion in the study unless insutuuona 
review board guidelines provide for an exemption or client participation in the study is unn~­
essary. Subjects. who are vulnerable to manipulation and abuse such as the very young or 01 ' 
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the impoverished, the sick or disabled, etc., are owed special protection by medical researchers 
(Brody, I :98; Cl_iaps. 2_ & ?; Dunn & Chadwick, 1999, Chap. 6). By definition, all subjects 
involved in tud,es va lidating the Life Care Planning process are vulnerable and therefore 
owed special prote~tion. The informed consent process informs the subject of the purpose of 
the study and the n ks to the subject. The informed consent document requires the subject's 
acknowledgemen t and is important in assuring privacy and confidentiality to the study's 
research subjects. 

Unscrupulous or junk science is never in the best interest of society as a whole. The data 
bank available within the many caseloads of Life Care Planners should only be available to 
competent, ethical researchers who will produce credible research studies. Academic institu­
tions or private research foundations can function as gatekeepers in permitting access to data 
banks held in their trust for appropriately designed and executed research studies. 

The Institutional Review Board (IRB) of the research conducting institution is charged 
wi th administering research according to the Federal regulations. Some types of research are 
exempt from Federal regulation; however, the exemption must be certified by the IRB. The 
IRB provides ethical review of research protocols and informed consent forms, primarily to 
assure the protection of the subjects, but also to assure quality control of the research itself. 
This process also essentially limits access to data banks to authorized researchers (Brody, 
1998, Chap. 2; Dunn & Chadwick, I 999, Chap. 6; Piantadosi, I 997, Chaps. 3 & 4 ). 

IRBs provide two other services. Administrative IRBs are established to review propos­
als for research, applications for grant funding to perform research and contractual arrange­
ments to conduct research with the institution. Other IRBs exist to provide for the peer review 
process in publication of research study results. 

Publication Of Results 

Acti\·e pursuit of publication of results is ethically mandated. Whether the re ult of a 
study are negative or positive, the mandate holds. Research uses valuable ocietal re ource 
and the information garnered is held to be public domain. If results are not publi hed, then the 
study may be repeated needlessly by other researchers, thus wasting scarce re earch resource . 
The most wanton waste is the unavailability of the research resource to move the cientific 
knowledge base forward (Dunn & Chadwick, 1999, Chap. 7). 

Methodology Of Data Collection 

Protocols and procedures establish the reliability and reproducibility of the tudy' re ults. 
They set forth who will collect the data and how they will be trained. Have a written protocol 
for how data is collected, then follow the same procedure all the time. Do not be tempted to 
make "adjustments" to the protocol as the study proceed even if better way of operating are 
identified. Without adherence to the study 's protocols and procedures, the data will be mean­
fogless. Any change in the protocol invalidates the results because incon istency in htlW the 
are attained destroys their dependability (Piantadosi, 1997, Chap. 4). The person colle ·ting or 
analyzing the data should be "masked" or "blinded" to the identity of the groups being com­
~ed. Masking is an important aspe(;t of data collection and analysi in e perimental re ·earch 
'° Iha, the out.comes are nor biased by the researd1er 's expe(;tations (Frie<lman, et al., 199 ' 
~"P•6J. All lhe da,a must be collected in a dependably consistent manner b a bJinJe<l inve -. 
tJjaior to obtain a reliable unswer to the study's rese,m:h question. 
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DJta anJlys,, i, ulway~ lft,ne st.1ti,ttcully. The rc~urch quc,tlon und Cllpcrlmcn&al lb' 
dc1cmunc in .uh a nee of' data l.·ollc:\.·~ion how the dnlu w,11 be un.ily n-<l ~tuh~ticnlly. Ho"c:: 
r~ ~nx·e~s l·,mnot be entirely anltl'1p.1Icd un11I the dJla i U\la1labfe for unalysi~. In lhc con. 
,cntwn.il comp,tr.111\c ~.in:h dl',1~n u,mg parullel groups, initial stull~ticul test, C'OOIJ)arin 
the t\\ o pnm.1ry ~mup • of anlc:reM ure m.idc C\'Cn if the ~roup nrc 5trutificd by other fac1<~ 
uch n.c; ~c:mkr or age. If an mcmll. or main. effect j.,. dcte-ctcJ between the rtl!lin groups. lhcn 

the ubsmups can be tc red po,t hoc to dc1cm1inc the cllacl location or the effect within the 
~tudy population· trala The I um tat ion of thi~ type uf tudy design i lhnt Interaction ~lwetn 
cff('1;t~ cannot be dclcnmnl'J. Thi is n pmblcm p.irttcularly if the effect in one subgroup runs 
counter to the o, crall. main etlect of intcrc t uch that the cff ect 1n the ubgroup ncgatts lhc 
main effect The factorial tudy de 1gn adju ts for this po~sibilily by allowing ~ratistk:il an.ily. 
sis for main dfl'Cts a · ~ell us the Intcr.1ction of cffe-cts (DcMuth. 1999). 

From ,1ati-..11l·al analy"is. inferem.·es can be made about the result. of the ~rudy. but to havt 
me.ming the rc~ult • of the study should be in1crprc1ed in light of the current time 11nd the suit 
of the art and "hJI it may mean for the future. If an effocl is detected by the study, then the 
,ariou • po~ ~1blc cxplanat,on, of the efkct can be considered. Interpretation of why or how ao 
effect may ha, e tx:curre<l t an is ue lhJl can be covered "ithin the Discussion section of the 
pubhshl'J report 

Reading and Interpreting The Lif c Care Plunnin~ Literature 

Ultimately, the professional should be prepared to crilically evaluate a study n:pontd in 
the literJture und apply that new kno,._ ledge to their prof e sional prnctice nnd f ururc inrts• 
tigative endeavors. The reader should re.u.J and interpret lhc publt hed liter.uurc in lilt pro­
fe~ ional field to delenninc for his/herself what to take :may from the reading tJth(r 1h.ln 
ucccpting carte blunche the conclusion pre ented by the re ean:h inve ·tig.itors. 
~ resean:h concepts parameter pre en1cd in lhis h:xt offer a foum.lation for dtvclopini 

a general appraisal. Some critical quc tion • a reader might .t~k of a publishl-<l report include: 
How does the research design, methodology and tatistical anuly. is affect ou1con~? Has the 
study been powered nppropriatcly? Whal is the period of observution'? If comparisims 
between LCPs were made after 5 month und the updated LCP· "ere completely cong~ 
with the original LCPs. the meaningfulnes mighl be: . u peel. However. if the win~o~ ol 
observation were extended to 5 years, and the ame re ult ohlaincd. ii might be meamngfu_l. 
Wu.~ the resc:m:h protocol appropriate und wa adherence to it tringent? How crcdibk,_ t1h•· 
cal nnd moral is the investigator? Docs this rescan:her hold reputable credentials and as thi=. 
work supported by a research institution? Has the author nddrc ed the points that :s .st~Y 
needs to address? Elwood ( 1998, Chaps. I 0-15) pre enl • guidelines for critically cvatuanng 
and interpreting specific lypcs of research studies. utt 

The purpose of the published 1i1c:ra1ure is to infonn the public in gencml :inJ ful 
rescurch efforts in particular. Therefore it is purnrnount 1ha1 future investigators 3ncJ rt~ 
arc equipped to read the work and parse out for them elves lhc ·1rength and weakm-s...~ 

0 
the rc.~curch, to enable the specially practice of life care planning 10 move forw3"1 '"' 
the future. 

I 
i 
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0e, r-Jopini: Rl'Searrh tudy Pro~I 

Jne~rcricncc doe~ not preclude a profc\\ional from entcnng rhc art"n.1 of scrcnufic 
rt..cJr~h. All rn,~tag.uors \\Crc once no\ic~. In dc\'elorin~ a re~ ~uJy propo~I. ~ 
wned mentor'i scnc nn imponant function for c~perirn«d as well as none~ tn\~llt:Jt~. 
The} can ~u1dc the n-searcher through the m,·c,t1gat1\'C pmcc,s and ii\C '-.ey dir«tl\ln. 
omeume the ._e) dirt'('tmn 1s an introduction to the person \\ho can help al a panicul.u 

,m~ sc age mentoring 1s an md,spen\able resource to suppon lhc pmfcs..~1on.1I \\ho 

emror._~ upon the sc,cntific course of m\'c~tigation. 
A second c ~nt1al resource to facilitate research efforts is data ba\C 3"'--C~sihility. Access 

10 larger ca~load, may be ohtamed 1hrough rc,carch institutions such a.~ 1bc Foundation f,lf 
Life Care Planning Resarch. This foundation's purpo~ is to help de\·elop rcscar-:h propos­
al\. pro, ,de opJ)\,nunities for mentoring. and access to sigmfic.int &ta bases. For the pnifcs• 
sional "ho I de"eloping a rcse;1rch study proposal. The found.·u,on for Lifo Dre Plannmg 
Research offers important ,uppon. 
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