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Abstract:	32 

Objective:	To	measure	the	impact	of	the	SAILS	(Supporting	Adolescents	with	33 

Independent	Life	Skills)	Workforce	Development	Program	on	the	perception	of	job	34 

competency	and	global	self-esteem	of	the	participants	living	with	a	chronic	illness	or	35 

illnesses.			36 

Methods:	Previous	Lurie	Children’s	Hospital	(LCH)	patients,	aged	18-24,	participated	in	37 

the	SAILS	Workforce	Development	program	from	2016	to	2017	were	selected	for	this	38 

study.	The	program	is	a	120	hour	paid	work	experience	at	a	department	within	the	39 

hospital.	Data	was	collected	by	the	LCH	transition	team,	where	patients	were	40 

administered	paper-based	self-reported	surveys	both	pre-	and	post-	program.	The	41 

Susan	Harter	Self-Perception	Profile	for	Emerging	Adults	was	used	for	the	intake	and	the	42 

exit	survey	to	measure	self-esteem	and	perceived	job	competence,	and	the	Stanford	43 

SPS-6	Presentism	Scale	was	used	for	the	exit	survey	to	measure	presenteeism.	The	total	44 

scores	of	the	Susan	Harter	Self-Perception	Profile	for	Emerging	Adults	pre-	and	post-45 

programs	were	compared	using	a	two-tailed	paired	t-test.		46 

Results:	A	total	of	12	participant	data	was	reviewed	and	analyzed.	The	SAILS	program	47 

may	have	had	a	positive	effect	on	the	participant’s	ability	to	manage	their	medication	48 

and	treatment	plan.	It	appears	that	more	than	average	job	days	are	missed	for	these	49 

youth	with	a	chronic	illness.	In	both	the	“Job	or	occupational	competence”	and	“Global	50 

self-esteem”	subscales	of	the	Susan	Harter	Self-Perception	Profile,	the	post-program	51 

survey	scored	higher	compared	to	the	pre-program	survey,	however,	the	findings	did	52 
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not	reach	statistical	significance.	The	findings	also	demonstrate	high	scores	on	the	53 

Presenteeism	Scale.	54 

Discussion:	Despite	the	modest	sample	size,	results	suggested	a	positive	impact	on	the	55 

program	participants’	general	self-esteem	and	presenteeism.	This	indicates	the	56 

beneficial	impact	of	the	SAILS	Workforce	Development	program	itself.	Further	research	57 

focusing	on	various	types	of	chronic	illnesses	that	affect	youth	in	specific	ways	is	58 

needed	to	understand	the	disease-specific	factors	and	its	impact	on	work.		59 

	60 

Introduction:		61 

Chronic	illness	is	defined	as	a	health	condition	that	is	expected	to	last	a	year	or	62 

more	and	requires	ongoing	medical	attention	and/or	limiting	activities	of	living,	and	is	63 

a	condition	that	affects	more	than	half	of	all	Americans	(1,	2).	Among	those	individuals	64 

that	are	affected	by	chronic	conditions,	the	American	Community	Survey	estimates	that	65 

over	1.3	million	U.S.	youth	ages	16-20	have	a	disability	(3).		Many	youth	have	more	than	66 

one	condition	that	contributes	to	daily	activity	limitation;	over	a	third	of	adolescents	67 

with	special	health	care	needs	have	at	least	three	chronic	conditions	(4).	With	physical,	68 

mental,	and	social	changes	that	occur	in	the	adolescent	years,	successful	transition	of	69 

such	young	adults	from	childhood	to	adulthood	is	a	concern	of	the	Maternal	Child	70 

Health	Bureau	(MCHB)	and	is	included	among	the	Healthy	People	2010	core	outcomes	71 

(5,	6,	7).		72 

Work	is	important	for	youths	with	chronic	illnesses,	and	it	is	affected	by	their	73 

medical	condition.	Having	a	chronic	illness	or	disability	can	be	difficult	for	youths	to	74 
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manage	while	having	a	job	due	to	barriers	such	as	having	to	take	medication	at	a	75 

certain	time	of	the	day.	Unemployment	rates	for	individuals	with	a	chronic	illness	or	76 

disability	are	nearly	twice	as	high	as	healthy	individuals	(8).	The	Bureau	of	Labor	77 

Statistics	reported	that	in	2016,	65.3%	of	people	with	no	disability	were	employed,	78 

whereas	only	17.9%	of	people	with	disabilities	were	employed	(8).	Physical	problems	79 

are	often	reported	as	a	reason	for	challenges	faced	in	work	situations	and	the	reasons	80 

for	unemployment	(9).	A	recent	study	showed	that	patients	with	chronic	illnesses,	81 

especially	patients	under	the	age	of	40,	were	more	often	unemployed,	worked	fewer	82 

hours,	and	had	lower	incomes	than	their	healthy	peers	(10).	Furthermore,	individuals	83 

with	chronic	illnesses	are	often	forced	to	change	or	even	terminate	jobs	due	to	their	84 

illness	(11).	Due	to	this	restriction,	youth	are	limited	to	certain	job	choices	which	put	85 

them	at	risk	of	losing	talent	and	future	career	opportunities.	A	study	also	revealed	that	86 

individuals	living	with	chronic	illnesses	also	worked	at	a	lower	level	than	their	87 

educational	level	(12).		88 

Additionally,	individuals	with	chronic	illnesses	are	vulnerable	to	stigmatization,	89 

or	devaluation,	in	the	workplace.	Productivity,	competence,	and	the	ability	to	maintain	90 

a	regular	schedule	conflict	with	the	sometimes	unpredictable	nature	of	chronic	illness	91 

symptoms,	as	well	as	the	need	to	be	away	from	work	for	treatment	or	medical	92 

appointments	(12).	Experiencing	these	stressors	at	work	can	lead	to	an	identity	crisis,	93 

and	perceptions	of	identity	threat	may	be	stressful	because	they	represent	devaluation	94 

along	with	likely	future	harm,	such	as	threats	to	the	job	or	career	success	through	95 

discrimination	(13).	Further,	youth	with	chronic	illnesses	face	many	social	inequities,	96 
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and	are	less	likely	to	enroll	in	post-secondary	education/training	or	have	recent	work	97 

experience	(14).		98 

Internships	and	practical	training	programs	have	a	great	impact	on	personal	99 

growth	as	well	as	personal	skills.	Through	internships,	individuals	gain	knowledge	of	100 

the	responsibilities	and	understanding	of	their	skills	required	in	the	workplace	(15).	101 

Internships	also	help	individuals	envision	their	career	path	through	various	hands-on	102 

experiences	and	help	grow	an	appreciation	for	education	(15).	They	also	acquire	103 

decision-making	skills	as	well	as	critical	thinking	skills,	which	both	impact	and	increase	104 

confidence	levels.	Braswell	and	Cobia	suggest	that	participation	in	internships	leads	to	105 

increases	in	career	self-efficacy	(16).	However,	since	individuals	with	chronic	illnesses	106 

are	vulnerable	to	stigmatization	and	are	limited	or	do	not	have	the	same	opportunities	107 

compared	to	their	healthy	peers,	internships	that	are	tailored	to	people	with	chronic	108 

illnesses	are	influential	and	valuable.	109 

Ann	&	Robert	H.	Lurie	Children's	Hospital	(LCH)	of	Chicago	launched	the	SAILS	110 

(Supporting	Adolescents	with	Independent	Life	Skills)	Workforce	Development	111 

program	in	2011,	designed	to	help	youth	learn	how	their	chronic	illness	may	affect	112 

their	experience	at	work.	The	SAILS	Workforce	Development	program	also	serves	to	113 

introduce	youth	with	chronic	illnesses	and	disabilities	to	careers	in	healthcare	and	114 

build	an	employment	pipeline	to	inspire,	support,	and	join	the	healthcare	workforce.	115 

Many	youth	who	have	personal	experience	with	the	healthcare	system	find	themselves	116 

interested	in	the	medical	field.	The	program	helps	support	young	adults	ages	17-24,	117 
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who	live	with	chronic	illness	or	disability,	by	completing	120	hours	of	paid	work	118 

experience	within	various	departments	at	LCH.		119 

Despite	the	history	of	the	program,	no	program	evaluation	has	been	completed	120 

to	evaluate	the	efficacy	of	the	program	on	the	participants’	perceived	job-specific	121 

competency	and	self-esteem.	The	specific	aims	and	hypotheses	of	this	study	are	as	122 

follows:		123 

● Aim	1:		To	obtain	a	cross-sectional	view	of	the	patients	themselves,	before	and	124 

after	the	program,	and	how	they	feel	about	their	jobs.	125 

○ Hypothesis	1:	We	hypothesize	that	participants	have	a	positive	self-126 

esteem	and	higher	perceived	job	competency	after	the	program	compared	127 

to	before	the	program.		128 

● Aim	2:	Measure	the	impact	of	the	SAILS	Workforce	Development	program	on	the	129 

perception	of	job	competency	and	global	self-esteem	on	the	participants	living	130 

with	at	least	one	chronic	illness.	131 

○ Hypothesis	2:	We	hypothesize	that	the	SAILS	Workforce	Development	132 

program	positively	impacts	the	participant’s	perception	of	job	133 

competency	and	global	self-esteem.		134 

● Aim	3:	To	examine	the	impact	of	chronic	illness	on	work.	135 

○ Hypothesis	3:	We	hypothesize	that	youth	with	chronic	illness	will	have	a	136 

significant	number	of	work	days	missed	and	low	level	of	presenteeism,	or	137 

the	measure	of	how	present	or	aware	they	are	at	work,	due	to	their	effect	138 

of	the	illness.	139 
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This	topic	is	relevant	to	public	health	as	the	hallmark	is	working	towards	140 

providing	working	opportunities	for	youth	with	chronic	illnesses	through	the	SAILS	141 

Workforce	Development	program.	Further,	in	researching	the	efficacy	of	the	program	142 

on	the	participants’	perceived	job-specific	competency	and	self-esteem,	we	can	examine	143 

the	changes	necessary	for	future	impacts.	With	more	research,	public	health	144 

interventions	such	as	this	program	can	be	improved	and	replicated	around	the	country.	145 

	146 

Methods	147 

Participants	and	Procedure	148 

The	SAILS	Workforce	Development	program	is	a	four	to	six	week	paid	internship	149 

for	LCH	patients	only.	Patients	from	LCH	completed	120	hours	of	paid	work	experience.	150 

The	decision	to	make	the	program	a	paid	internship	was	based	on	studies	that	suggest	151 

that	students	who	have	received	pay	are	more	likely	to	get	hired	compared	to	those	152 

whose	work	internship	has	been	an	unpaid	internship	(17-21).	After	applying	to	the	153 

program,	eligible	LCH	patients	were	enrolled	for	the	next	available	term.	The	work	154 

schedule	for	each	participant	was	determined	by	the	patient	and	the	TCH	transition	155 

team.	Through	the	program,	the	participants	learn	how	their	chronic	condition	affects	156 

their	ability	to	work	as	well	as	how	to	manage	both	their	health	condition	and	work.	157 

Currently,	about	50	youth	have	completed	the	program	with	5-15	more	currently	158 

enrolled	in	the	program.	The	SAILS	Workforce	Development	program	also	prepares	159 

these	patients	and	their	families	for	the	transition	to	adult	health	care,	college,	and	160 

work.	The	team	works	closely	with	the	participant	to	tailor	their	experience	to	their	161 
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interest	in	healthcare,	availability,	and	the	individual	needs	they	may	have.	The	162 

program	also	offers	specific	orientation	sessions	that	are	unique	to	young	adults	with	163 

their	condition.	These	sessions	give	informed	descriptions	of	what	steps	both	the	164 

patient	and	the	organization	can	take	if	issues	arise	during	the	work	hours.	The	SAILS	165 

Workforce	Development	program	also	provides	sessions	that	help	build	a	patient’s	166 

work	profile	such	as	resume	building	tools,	strategies	to	work	with	their	unique	167 

condition,	networking	tips,	and	relationship	building	skills.	In	the	past,	interns	have	168 

received	training	in	LCH	units	including	Audio-Visual,	Concierge,	Environmental	169 

Services,	Finance,	Human	Resources,	Information	Management,	Nursing,	and	170 

ParentWISE.		171 

	172 

Intervention	173 

This	was	an	exploratory,	cross-sectional	study	examining	youth	ages	18-24	who	174 

were	LCH	patients	and	participated	in	the	SAILS	Workforce	Development	program	175 

from	2016	to	2017.	All	participants	had	at	least	one	chronic	illness	and	they	all	176 

completed	120	hours	at	their	employment	site.	Participants	who	did	not	complete	the	177 

surveys	or	those	who	were	under	the	age	of	18	were	excluded	from	the	study.	Data	was	178 

collected	by	the	LCH	transition	team,	where	patients	were	administered	self-reported	179 

surveys	both	pre-	and	post-	program.	The	Susan	Harter	Self-Perception	Profile	for	180 

Emerging	Adults	was	used	for	the	intake	survey,	and	the	Stanford	SPS-6	Presentism	Scale	181 

and	three-item	questionnaire	were	used	for	the	exit	survey.	All	surveys	were	paper	182 

based	self-administered	surveys.	Twelve	participants	completed	the	survey.	The	183 
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collected	data	was	de-identified	and	the	scoring	of	the	surveys	was	completed	using	the	184 

scoring	key	provided	by	each	survey	manual.		185 

	186 

Measures	187 

1. Susan	Harter	Self-Perception	Profile	for	Emerging	Adults	188 

The	Susan	Harter	Self-Perception	Profile	for	Emerging	Adults	was	designed	for	189 

individuals	ages	18	to	25,	and	is	a	multidimensional	instrument	that	targets	emerging	190 

adults	to	bring	credibility	to	a	new	and	distinct	transitional	period	of	development	(22).	191 

The	Susan	Harter	Self-Perception	Profile	is	comprised	of	several	domains	and	each	192 

domain	measures	a	construct.	Self-Perception	Profile	for	Emerging	Adults	was	derived	193 

from	the	Self-Perception	Profile	for	Children,	which	was	previously	validated	for	its	194 

utility	of	assessing	children’s	perceptions	(22).	The	18	to	25	age	group	realizes	that	195 

they	are	no	longer	adolescents	but	have	yet	to	take	on	adult	roles	and	responsibilities.	196 

Youth	in	this	age	group	undergo	many	transitions.	A	major	developmental	task	for	197 

emerging	adults	involves	occupational	exploration;	there	is	typically	a	shift	from	198 

temporary	after-school	or	post-graduation	jobs	to	the	commitment	to	a	particular	199 

career	(22).	Such	exploration	may	involve	education	beyond	high	school,	for	example,	200 

college	or	graduate	school.	Since	the	SAILS	Workforce	Developmental	Program	works	201 

specifically	with	placing	youth	in	employment,	we	used	the	“Job	or	occupational	202 

competence”	domain,	which	is	a	4-item	subscale	that	measures	the	extent	to	which	203 

young	adults	feel	that	they	are	successful	at	exploring	job	options	where	they	can	204 

perform	competently	(22).		205 
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The	individual’s	self-concept	may	also	change	during	emerging	adulthood	206 

according	to	Harter	(22).	For	instance,	youth	may	face	the	need	for	social	acceptance	207 

from	peers	(23).	Various	priorities	in	different	domains	in	life	may	impact	the	208 

individual’s	level	of	self-esteem	to	change.	To	obtain	a	cross-sectional	view	of	the	209 

patients	themselves	and	how	they	feel	about	themselves	and	their	performance	at	their	210 

job,	the	“Global	self-esteem”	domain	was	used.	This	domain	was	a	4-item	subscale	to	211 

obtain	the	youth’s	current	perception	of	his	or	her	global	self-esteem,	that	is,	how	much	212 

he	or	she	likes	himself	or	herself	as	a	person	(23).	213 

Each	item	on	the	“Job	or	occupational	competence”	and	“Global	self-esteem”	214 

subscale	was	scored	on	a	four-point	scale	where	a	score	of	1	is	assigned	to	the	choice	of	215 

the	negative	option,	rated	“Really	True”,	and	a	score	of	2	is	assigned	to	the	“Sort	of	216 

True”	rating	of	the	negative	statement.	A	score	of	3	is	given	for	selecting	the	“Sort	of	217 

True”	rating	for	the	positive	description	and	a	score	of	4	is	given	to	the	“Really	True”	218 

option	for	the	more	positive	description.	Items	are	counterbalanced,	such	that	for	half	219 

of	the	items	the	description	on	the	left	is	worded	positively,	whereas,	for	the	other	half	220 

of	the	items,	the	description	on	the	left	is	worded	negatively.	Items,	where	the	choice	on	221 

the	left	is	positive	are	scored	4,	3,	2,	1	across	the	four	possible	response	options,	222 

whereas	items	are	scored	1,	2,	3,	4	for	items	where	the	description	on	the	left	is	worded	223 

negatively.	Scores	for	the	four	items	are	summed	and	then	divided	by	4,	to	obtain	a	224 

mean	score	for	each	subscale.	Both	the	“Job	or	occupational	competence”	and	“Global	225 

self-esteem”	subscale	is	out	of	a	maximum	of	16	points,	where	a	higher	score	reflects	226 

higher	perceived	job	competence	or	higher	global	self-esteem	(22).			227 
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2.	Stanford	SPS-6	Presenteeism	Scale	228 

The	Stanford	SPS-6	Presenteeism	Scale	was	administered	post-program.	The	229 

Presenteeism	Scale	identifies	an	individual’s	ability	to	be	mentally	present	and	perform	230 

while	distracted.	This	scale	was	used	to	examine	if	the	program	participant	was	alert	231 

and	aware	of	their	responsibility	and	surrounding	at	their	job	site.	In	the	Stanford	SPS-6	232 

Presenteeism	Scale,	answers	are	given	as	1	of	5	points	on	a	Likert-type	scale,	ranging	233 

from	‘strongly	disagree’	to	‘strongly	agree,’	with	‘uncertain’	being	the	neutral,	third	234 

possible	answer.	Three	items	are	reverse-scored	in	accordance	with	the	negative	235 

wording.	The	total	SPS-6	score	is	the	sum	total	of	positive	and	reverse	scores;	this	236 

results	in	the	presenteeism	score.	The	Presenteeism	Scale	is	out	of	a	maximum	of	30	237 

points,	where	a	higher	score	reflects	higher	presenteeism	at	their	job	site	(24).		238 

Individuals	who	are	working	and	who	have	a	chronic	illness	may	also	be	239 

reluctant	to	complete	a	survey	about	their	chronic	illness	out	of	fear	that	their	reports	240 

would	get	back	to	their	employer.	It	was,	therefore,	critical	that	the	presenteeism	241 

survey	be	anonymous.	242 

Because	the	surveys	did	not	include	any	protected	health	information	and	were	243 

done	on	adults,	an	exemption	was	granted	by	the	Lurie	Children's	Institutional	Review	244 

Board.		245 

	246 

Statistical	Analysis	247 

Preliminary	analyses	examined	frequencies	and	distributions	of	the	variables	of	248 

interest	for	the	analytic	sample	(n=12).	Continuous	data	are	presented	as	the	mean	and	249 
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standard	deviation	(SD)	of	the	Susan	Harter	Self-Perception	Profile	for	Emerging	Adults	250 

were	compared	between	pre-	and	post-	SAILS	Workforce	Development	program	using	a	251 

two-tailed	paired	t-test.	Microsoft	Excel	was	used	for	conducting	the	statistical	analysis.		252 

	253 

Results	254 

Descriptive	statistics	are	reported	in	Table	1,	reporting	the	age	and	gender	of	255 

the	sample,	as	well	as	the	year	they	participated	in	the	program.	Participants	were	on	256 

average	19	years	of	age	(mean=19.08,	SD=2.06)	and	there	were	had	more	male	257 

participants	(66.6%)	than	female	participants	(33.3%).	Table	2	reports	both	the	effect	258 

of	work	on	the	ability	to	take	medication	and	ability	to	follow	their	treatment	plan.	Fifty	259 

percent,	or	six	of	the	survey	participants,	reported	that	the	SAILS	program	had	no	effect	260 

on	their	ability	to	take	medication	for	their	chronic	condition,	33.33%	responded	that	261 

the	SAILS	program	had	helped	their	ability	to	take	medication,	8.33%	reported	that	the	262 

program	did	not	help,	and	8.33%	reported	‘not	applicable’.	Further,	50%	of	participants	263 

reported	that	the	SAILS	program	had	no	effect	on	their	ability	to	follow	their	treatment	264 

for	their	chronic	condition,	33.33%	responded	that	the	SAILS	program	had	helped	their	265 

ability	to	follow	their	treatment,	none	reported	that	the	program	did	not	help,	and	266 

16.67%	reported	‘not	applicable’.		267 

Figure	1	shows	the	frequency	of	participants	categorized	by	the	number	of	268 

missed	days	from	work.	The	mean	missed	days	from	work	was	2.16.		269 

Table	3	and	Table	4	reports	the	“Job	or	occupational	competence”	and	“Global	270 

self-esteem”	survey	score	for	both	before	and	after	the	program	for	each	patient.	The	271 
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difference	between	the	pre-	and	post-program	scores,	the	mean	of	the	differences,	and	272 

the	standard	deviation	(SD)	of	the	differences	are	also	reported.	The	mean	job-273 

competence	score	was	11.83	(SD=2.62)	and	12.08	(SD=3.11)	out	of	a	total	of	16	points	274 

each,	for	pre-	and	post-program	respectively.	The	mean	of	the	difference	between	the	275 

pre-	and	post-program	scores	was	0.25	with	an	SD	of	3.93.	However,	the	findings	did	276 

not	reach	statistical	significance	(p=0.83).	Further,	the	mean	global	self-esteem	score,	277 

which	is	out	of	a	total	of	16	points,	was	12.41	(SD=2.53)	and	13.41	(SD=2.23),	for	pre-	278 

and	post-program	respectively.	The	mean	of	the	difference	between	the	pre-	and	post-279 

program	scores	was	1.00	with	an	SD	of	2.08.	However,	the	findings	did	not	reach	280 

statistical	significance	(p=0.13)	281 

Table	5	displays	the	Stanford	SPS-6	Presenteeism	Scale	score	for	each	patient.	282 

The	mean	total	score	was	27	out	of	a	total	of	30	points	with	an	SD	of	3.49.	One	patient	283 

response	was	removed	due	to	a	missing	item.		284 

	285 

Discussion	286 

The	results	of	the	study	demonstrated	that	the	effect	of	chronic	illness	on	287 

working	was	variable	for	our	program	participants.	Our	findings	suggest	high	scores	of	288 

the	Susan	Harter	Self-Perception	Profile	for	Emerging	Adults	in	both	the	“global	self-289 

esteem”	and	“job	or	occupational	competence”	subscales.	Working	may	have	improved	290 

presenteeism	based	on	the	high	score	of	the	Stanford	SPS-6	Presentism	Scale.	The	291 

average	reported	missed	days	was	2.16	days,	and	working	in	the	SAILS	Workforce	292 

Development	program	may	have	helped	the	program	participants	with	their	treatment	293 
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plans	and	medications.	Despite	our	modest	sample	size,	our	results	demonstrate	the	294 

additional	value	of	youth	workforce	programs	that	engage	youth	to	learn	and	acquire	295 

positive	self-esteem	and	higher	perceived	job	competency.	Thus,	this	gives	support	for	296 

the	hypothesis	that	the	program	had	a	positive	impact	on	perceived	job-competency	297 

and	high	self-esteem	compared	to	before	the	program.		298 

Although	we	did	not	have	the	total	number	of	days	our	participants	worked,	299 

from	the	nature	of	the	program	we	know	that	the	participants	worked	four	to	six	hours	300 

a	day	for	20	to	30	days	to	fulfill	the	requirement	of	the	120	hours	of	employment.	301 

According	to	the	CDC,	in	2007,	men	aged	18-24	years	missed	2.1	days	of	work,	and	302 

women	aged	18-24	years	missed	2.6	days	of	work	(25).	The	study	reported	the	average	303 

missed	days	from	work	is	relatively	high	compared	to	the	CDC	reports.	This	gives	304 

support	for	the	hypothesis	that	youth	with	chronic	illness	have	a	significant	number	of	305 

work	days	missed	compared	to	youth	without	chronic	illnesses.	However,	these	are	306 

crude	comparisons	and	further	research	with	large	sample	sizes	and	information	on	the	307 

types	of	chronic	illnesses	is	required	to	make	further	conclusions	on	the	impact	of	308 

illness	on	missed	work	days.		309 

Koopman	et	al.	evaluated	the	validity	of	the	Stanford	Presenteeism	Scale.	The	310 

study	reported	that	the	Stanford	Presenteeism	Scale	(SPS-6)	total	score	obtained	by	311 

employees	reporting	a	work	or	non-work	related	disability	was	significantly	lower,	312 

with	a	mean	score	of	21	and	SD	of	3.9,	compared	with	employees	with	no	disability	313 

with	a	mean	of	23.5	and	SD	of	3.8	(26).	Compared	to	Koopman	et	al.,	our	findings	314 

scored	higher	on	the	Stanford	Presenteeism	Scale.	This	gives	support	for	the	hypothesis	315 
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that	the	program	had	a	positive	impact	on	the	participant,	specifically	on	their	316 

perceived	individual	performance	and	productivity.	317 

This	research	could	impact	prospective	program	planning	by	influencing	future	318 

research	endeavors.	Despite	the	modest	sample	size,	results	suggesting	a	positive	319 

impact	on	job	competency,	self-esteem,	and	presenteeism	indicate	the	beneficial	impact	320 

of	the	SAILS	Workforce	Development	program	itself.	For	future	program	improvement,	321 

looking	at	the	negative	impact	of	chronic	illness	on	work	may	help	uncover	hidden	322 

themes.	Prior	to	the	start	of	the	program,	having	an	orientation	or	providing	centralized	323 

information	for	participants	on	what	to	expect	during	the	program	could	benefit	them.	324 

Providing	information	on	how	to	manage	their	medication	while	on	a	work	schedule,	or	325 

informing	them	that	being	in	a	new	work	environment	and	adjusting	to	a	new	326 

environment	may	potentially	discourage	them	from	being	at	work	can	also	help	them	327 

mentally	prepare	for	their	responsibilities	as	an	employee.		328 

Additionally,	focusing	on	the	types	of	chronic	illnesses	that	affect	youth	in	329 

specific	ways	is	needed	to	understand	the	disease-specific	factors	and	its	impact	on	330 

work.	There	is	likely	variation	in	experiences	of	stigma	based	on	illness	type.	For	331 

example,	mental	illnesses	are	typically	more	stigmatized	than	illnesses	with	primarily	332 

physical	manifestations.	The	study	could	also	be	improved	by	comparing	the	challenges	333 

faced	by	youth	with	non-visible	disabilities	to	those	with	visible	disabilities.	It	may	also	334 

be	interesting	to	note	the	ability	to	work	while	following	treatment	for	the	various	335 

psychological	or	emotional	causes	of	distraction,	if	applicable.	Further,	looking	at	the	336 

number	of	missed	work	days,	and	the	reasoning	for	being	absent,	are	some	questions	to	337 
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ask	during	the	investigation.	It	is	also	important	to	assess	challenges	and	self-338 

perception	on	youth	with	varying	severity	of	disability	to	have	a	comprehensive	339 

understanding	of	what	youth	suffering	from	chronic	illness	feel	at	their	work	340 

environment.	Additionally,	examining	how	the	severity	of	the	disability	is	associated	341 

with	missed	days	and	their	perception	of	their	job	is	a	possible	question	to	tackle.	Other	342 

specific	mediators	such	as	school	absenteeism,	cognitive	impairment,	parent	financial	343 

stress,	and	psychiatric	illness	should	also	be	investigated	(27).		344 

Continued	efforts	are	needed	to	support	children	growing	up	with	chronic	345 

illnesses	to	become	successful	adults,	particularly	interventions	that	target	educational	346 

attainment	and	vocational	readiness.	Youth	workforce	programs	like	the	SAILS	347 

Workforce	Development	Program	can	play	a	role	in	promoting	successful	young	adult	348 

outcomes	by	recognizing	that	such	patients	are	at	increased	risk	of	educational,	349 

vocational,	and	financial	problems.	Boundary	flexibility	and	job	self-efficacy	may	be	350 

critical	variables	to	target	for	interventions	directed	toward	this	worker	population.		351 

	352 

Limitations	353 

Several	limitations	should	be	acknowledged	for	this	study.	First,	the	small	354 

sample	size	limits	the	ability	to	detect	changes	over	time;	although	we	found	positive	355 

trends	for	both	subscales	in	the	Susan	Harter	Self-Perception	Profile,	due	to	the	small	356 

sample	size	the	results	were	not	statistically	significant.	Further	the	small	sample	size	357 

limits	the	power	of	the	study	and	the	generalizability	of	the	study	to	greater	358 

populations.	Due	to	the	limited	sample	size,	we	could	not	make	any	associations	359 
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between	certain	chronic	conditions	to	any	outcomes	such	as	the	number	of	missed	days	360 

from	work.	The	program	also	limited	participants	to	those	who	do	not	have	any	361 

behavioral	disabilities	and	are	mostly	independent,	due	to	the	workplace	limitation	that	362 

no	one-on-one	coaching	was	available.	Further,	since	the	collected	data	relies	on	self-363 

reports,	the	results	may	be	at	risk	of	response	bias.	Additionally,	there	was	no	control	364 

group	that	did	not	undergo	the	internship,	thus	the	true	isolated	impact	of	the	365 

internship	could	not	be	assessed.	Moreover,	no	baseline	data	for	the	Susan	Harter	Self-366 

Perception	Profile	for	Emerging	Adults	exists.	Therefore	this	lack	of	data	limits	us	from	367 

comparing	our	small	sample	size	population	to	the	general	population	with	respect	to	368 

their	perceived	job-competency	and	global	self-esteem.		369 

	370 

Conclusion	371 

Chronic	illness	is	a	large	and	growing	issue	for	individuals	and	the	organizations	372 

that	employ	them,	yet	empirical	research	on	this	population	is	lacking	(28).	The	373 

majority	of	young	adults	with	chronic	illness	graduate	high	school,	however,	many	are	374 

at	increased	risk	for	poor	educational,	vocational	and	financial	outcomes.	Further,	375 

social	factors	such	as	stigmatization	and	discrimination	further	limits	these	youth	from	376 

exploring	and	achieving	their	career	goals.		377 

This	data	analysis	project	illuminates	the	benefits	of	workforce	programs	such	as	378 

the	SAILS	Workforce	Development	program,	that	provides	new	opportunities	for	young	379 

adults	with	chronic	illnesses.	It	is	an	empowering,	inclusive	program	that	educates	and	380 

motivates	youth	to	take	responsibility	for	their	work	requirements	while	living	with	381 
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their	chronic	health	condition.	With	appropriate	support	systems	and	opportunities,	382 

youth	with	chronic	illnesses	can	overcome	their	obstacles	and	discover	their	career	383 

path	that	suits	them	best.		384 

For	future	improvements,	we	hope	to	increase	the	sample	size	for	greater	power	385 

and	a	more	robust	analysis.	Further	research	focusing	on	various	types	of	chronic	386 

illnesses	that	affect	youth	in	specific	ways	is	also	needed	to	understand	the	disease-387 

specific	factors	and	its	impact	on	work	attendance	and	performance.	Future	efforts	388 

should	be	made	to	achieve	maximum	survey	responses	to	ensure	complete	surveys	are	389 

available	for	research	purposes.	390 

	391 

	392 
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Appendix 560 
 561 

1. Post-SAILS Program Survey (Stanford presenteeism scale) 562 

 563 
Stanford presenteeism scale shown in items 4-9.  564 
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2. Pre- and Post-SAILS Program Survey 565 

 566 
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 567 
Items 1-4 is taken from the Susan Harter Self-Perception Profile for Emerging Adults “Job or 568 
occupational competence” domain and items 5-8 are from the “Global self-esteem” domain.  569 
 570 
 571 
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3. Stanford Presenteeism Scale (SPS-6) 572 

 573 
O'donnell, James E., "Presenteeism: A Comparative Analysis". Retreived from: 574 
http://scholarworks.umass.edu/theses/317     575 
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4.  The Susan Harter Self-Perception Profile for Emerging Adults - Scoring Key 576 
 577 

578 
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 583 
“Job or occupational competence” domain are shown in items 2, 15, 28 and 41. “Global 584 
self-esteem” domain are shown in items 13, 26, 39 and 52.  585 
 586 


