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D7spnea �7+p2o+ Manage+en2
 
�e7 �on2en2 in 2&e es2 �ra!2i!e Gui"e
@ �-ys.(a1 symptom management .s one (omponent o+ pa11.at.;e 

(a7eC<.t- a goa1 to 7e):(e ).st7ess an) .mp7o;e 6:a1.ty o+ 1.+e

@ #-e management se(t.on o+ t-e 
,spnea �est �ractice Gui�e
.n(1:)es a 7ange o+ p7.ma7y pa11.at.;e (a7e .nte7;ent.ons to 
(ons.)e7 .n (o�)e;e1op.ng a (omp7e-ens.;e t7eatment p1an:

B �.+esty1e mo).+.(at.on 
B �sy(-oso(.a1 .nte7;ent.ons
B �nteg7at.;e .nte7;ent.ons
B Me).(a1 management
B %-en to 7e+e7 to a spe(.a1.st

D7spnea
 es2 �ra!2i!e Gui"e

�((ess t-7o:g- t-e �ro4i"er �"u!a2ion page on o:7 
p7o/e(t po7ta1:

� pro)in��i�e*ith	��or�

Mul2i"i+ensional �7+p2o+ Des!rip2ion

@“P-Q-R-S-T” 
B “P” � �7o;o(at.;e an) pa11.at.;e +a(to7s

B “Q” �  :a1.ty o+ t-e symptom

B “R” �  !eg.on à �o(a1.?e) �<-e7e��� m:1t.+o(a1� o7 
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a;e7age ):7.ng t-e past <ee0E an) Dat .ts <o7st ):7.ng t-e 
past <ee0E

B “T” � tempo7a1 +eat:7es à �nset� (o:7se� an) +1:(t:at.on 

D7spnea �7+p2o+ Manage+en2
 Assess+en2
@ �7.n(.p1es .nt7o):(e) .n t-e �a.n �est �7a(t.(e �:.)e 

app1y to )yspnea symptom management as <e11

@ �ompetent t7eatment p1ann.ng 7e6:.7es a (ompetent 
assessment� g:.)e) 'y .ts !����%�'�$� T�� � “�-$”

B ���#��%�#
  ���#��%�#�*� %�� $)�"%!� to g:.)e 
<o70�:p an) se1e(t.on o+ t-e7ap.es

B ��&$�
  ��� %��) %�� �%�!�!�)� .+ poss.'1e� to (1a7.+y 
t-e potent.a1 +o7 ).sease�mo).+y.ng t-e7apy

B �! %�(%
  � ��#$%� � %�� ��"��% � � �! %�(% to 
.nteg7ate symptom management .nto t-e '7oa)e7 
pa11.at.;e p1an o+ (a7e

D7spnea �7+p2o+ Manage+en2
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+o7 p7.ma7y pa11.at.;e (a7e o+ peop1e <.t- ��

@ #-e g:.)e (o;e7s t-7ee top.(s: 
B Symptoms to (ons.)e7
B D.agnost.( test.ng 
B Management

@ #ea(-.ng o'/e(t.;es
B !e;.e< t-e top.(s as t-ey a7e p7esente) .n t-e �est �7a(t.(e 

�:.)e
B �11:st7ate t-e.7 p7a(t.(a1 app1.(at.on <.t- a (ase )es(7.pt.on

���% �$ 	)$" ��� 
�7+p2o+s 2o �onsi"er
@ Dyspnea .s a s:'/e(t.;e +ee1.ng� <.t- (omponents o+ 

'ot-
B S� $�%�! � .�e�� ne:7a1 a(t.;at.on +7om st.m:1at.on o+ a 7e(epto7 
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B P�#��"%�! � .�e�� a 7ea(t.on o+ t-e .n).;.):a1 to t-at sensat.on

@ �me7.(an #-o7a(.( So(.ety �onsens:s Statement
.A a su��ecti)e e+perience o� �reathin� �isco �ort that 
co prises $ualitati)el, �istinct sensations that )ar, in intensit,�- 

eri)es �ro - ultiple ph,siolo�ical� ps,cholo�ical� social� an� 
en)iron ental �actors an�  a, in�uce secon�ar, ph,siolo�ical 
an� �eha)ioral responses�/

Parshall	MB	et	al5,	AJRCCM 2012;1C5(4):4?55
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D7spnea
 �7+p2o+s 2o �onsi"er
@ Alar+ signs
 �igns an" s7+p2o+s re/uiring i++e"ia2e 

a22en2ion
B Se;e7e (-est pa.n �may o7 may not 'e asso(.ate) <.t- 

p1e:7.sy�

B �emoptys.s

B S-o7tness o+ '7eat- p7esent at 7est 

B �ypo=em.a �.�e�� .n(7eas.ng o=ygen s:pp1ementat.on nee)s�

B �=(ess.;e (o:g-.ng (a:s.ng (-est pa.n an)�o7 emes.s� 
1.g-t-ea)e)ness� (on+:s.on� .na'.1.ty to (omp1ete senten(es

D7spnea
 �7+p2o+s 2o �onsi"er 
@ �7pi!al s7+p2o+s o$ "7spnea

B S-o7tness o+ '7eat-� <.t- o7 <.t-o:t
@ �o:g-
@ �n(7ease) sp:t:m p7o):(t.on
@ �-est t.g-tness
@ %-ee?.ng
@ %o7sen.ng <.t- e=e7t.on 

@ A27pi!al +ani$es2a2ions o$ "7spnea
B �1e:7.t.( pa.n
B �-est <a11 ).s(om+o7t
B �a1p.tat.ons
B S1eep ).st:7'an(es �<a0.ng :p s-o7t o+ '7eat-�

D7spnea
 Diagnos2i! �es2ing

@ �e7 ele+en2s o$ "iagnos2i! 2es2ing

B �:ng +:n(t.on tests
@ Sp.7omet7y .s (ommon1y a;a.1a'1e

@ �an -e1p ).agnos.s o+ t-e most (ommon (a:se� 
p:1mona7y e=a(e7'at.on

B �:1se o=.met7y

B �ea7t 7ate

B �t-e7 tests� espe(.a11y <-en a1a7m symptoms 
p7esent

D7spnea
 �7+p2o+s 2o �onsi"er

@ �igns an" s7+p2o+s re/uiring $ur2&er e4alua2ion

B %e.g-t 1oss� poo7 appet.te

B �oo7 s1eep

B %o7sen.ng +7om 'ase1.ne o+ (-7on.( s-o7tness o+ '7eat-

D7spnea
 �7+p2o+s 2o �onsi"er

@ �e7 ele+en2s o$ "7spnea assess+en2
B �&roni!i27 an" alar+ signs a7e t-e most .mpo7tant 

assessments .n+1:en(.ng :7gen(y o+ ).agnos.s an) 
management o+ )yspnea

B Dyspnea .s (ons.)e7e) a!u2e <-en .t )e;e1ops o;e7 
-o:7s to )ays an) !&roni! <-en .t o((:7s +o7 mo7e t-an 
��� <ee0s

B �;e71ap o+ a(:te on (-7on.( symptoms �#!� �����#� % 
���� !$�$ .s (ommon an) s-o:1) a1<ays 'e (ons.)e7e)

�o!use" Di$$eren2ial Diagnosis 
o$ A!u2e � �u a!u2e D7spnea in ��

Acute	or	
subacute	
dyspnea	

Common	
underlying	risk	
factors

Diagnostic	tests	to	
consider	at	onset	
and	follow-up

Management	considerations Special	considerations

Pulmonary	
exacerbation

@ Known	CF	
pathogens
(PA,	MRSA)

@ Sputum	culture
@ Pulse	oximetry
@ CXR	or	CT	chest
@ Spirometry

@ Oral/IV	antibiotics
@ In-hospital	versus	in-home	

treatment
@ If	severe	or	new	oxygen	

requirement,	admit	to	hospital
@ If	hypercapnia,	initiate	

noninvasive	ventilation

@ Antibiotic	for	minimum	of	
10-14	days

@ Follow-up	spirometry

@ Viral	
pneumonia

All	of	the	above	plus:
@ Respiratory	viral	

panel	PCR
@ Influenza	PCR
@ COVID-19	PCR

@ Supportive	care
@ Antiviral	therapy	when	

appropriate
@ Hypoxemia	related	to	COVID-19:	

Treatments	rapidly	evolving;	
consider	corticosteroids	

@ May	require	antibiotics	for	
superimposed	CF	
pathogens

@ COVID-19:	Assess	D-dimer,
thrombus	if	indicated	

Pneumothorax
(PTX)

@ Advanced	
lung	disease	
(FEV1<50%)

@ Bullae

@ Pulse	oximetry
@ Immediate	CXR	or		

CT	chest
@ Immediate	lung	US	

if	available

@ ER	visit
@ 100%	O2	supplement	for	small	

PTX	if	hemodynamically	stable
@ Pigtail	chest	tube	for	

moderate/large	PTX

@ Early	referral	to	lung	
transplant	program

@ Pleurodesis	after	
discussion	with	transplant	
program
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en8o"ia8epines $or An6ie27

@ �en?o).a?ep.nes 7e6:.7e a)).t.ona1 (a:t.on an) 
mon.to7.ng +o7 t-ose <.t-

B �.sto7y o+ s:'stan(e a':se
@ �ont7o11e) s:'stan(e� 7.s0 o+ m.s:se� p-ys.(a1 

)epen)en(e <.t- (-7on.( :se

B Dep7ess.on

B �1e;ate) 7.s0 +o7 7esp.7ato7y )ep7ess.on

D7spnea �ase
 �e62��2ep �n2er4en2ions 
�nter'ention	type �xamples
	ifestyle	modifications @ Reduce	stress

@ Regular	sleep	schedule
Psychosocial	inter'entions @ Relaxation	techniques

@ Cognitive	Behavioral	Therapy	(CBT)
�ntegrati'e	inter'entions @ �oga	breathing

@ Meditation
Medical	management @ Revisit	evaluation	for	underlying	causes:	B-minute	wal"	test,	

nocturnal	oximetry,	echocardiogram	for	PH,	venous	blood	gas
@ Continue	TM	therapy
@ Consider	pulmonary	rehabilitation
@ Add	SSRI	(e5g5,	fluoxetine)	to	CBT	
@ �orazepam	as	needed	for	severe	panic	while	initiating	SSRI,	or	

if	refractory	anxiety
@ May	consider	low	dose	opioid	for	activity

�efer	to	a	specialist @ If	ID	consultation	needed	for	TM	management
@ If	CF	team	does	not	have	capacity	for	s"illed	mental	health	

assessment/treatment

A�� �esponses �ro+ Mo2&er
�'er	the	past	month,	because	of	your	relati'e	or	
friend.s	illness,	how	much	ha'e	you-

�ot	at	
all A	little	 Some A	lot

�orried	about	your	relati'e	or	friend	e'en	when	
you	are	not	with	him/her+ 1 2 ? 4

�een	upset	about	not	ha'ing	enough	time	for	
yourself	because	of	caring	for	your	relati'e	or	

friend+

1 2 ? 4

�een	o'erwhelmed	by	the	responsibility	of	caring	
for	your	relati'e	or	friend+

1 2 ? 4

�&a2 else 5oul" 7ou li)e 2o )no5�
�&a2 are 7our ne62 s2eps in assess+en2�
�&a2 resour!es or in2er4en2ions +ig&2 7ou o$$er�

�ate	your	distress	during	this	past	
month-

�ot	at	all	
distressed

A	little	
distressed

Some	
distress

A	lot	of	
distress

Does	
not	
apply

At	not	ha'ing	enough	time	to	do	
your	�ob,	other	responsibilities,	

and	chores
1 2 ? 4 0

�ase
 D7spnea � �ani!
@ 	��yea7�o1) <oman <.t- ��� M� a�scessus� an) 

gene7a1.?e) an=.ety <.t- pan.( atta(0s

�&a2 a ou2 2&e !aregi4er�
@ �)ent.+.es mot-e7 as p7.ma7y s:ppo7t

@ �++e7 �7.e+ �ssessment S(a1e +o7 �a7eg.;e7s ���S��

en8o"ia8epines $or An6ie27
@ �en?o).a?ep.nes a7e  !% e++e(t.;e +o7 )ep7ess.on

@ SS!�s a7e +.7st�1.ne +o7 (-7on.( an=.ety

@ �en?o).a?ep.nes s:(- as 1o7a?epam a7e p7e+e7a'1e to 
SS!�s p7.ma7.1y

B %-en 7ap.) onset o+ a(t.on .s nee)e) �e�g�� pan.( atta(0�
B %-en se7otone7g.( agents a7e 7e1at.;e1y (ont7a.n).(ate) 

�e�g�� se7oton.n syn)7ome�
B �o7 ep.so).( p7o(e):7e�7e1ate) an=.ety
B �o7 7e+7a(to7y symptoms� .n(1:).ng at en) o+ 1.+e
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Depression � AnAie=B� 
#a=ien= � �a6ilB �-u,a=ion

A..ess t3ro@g3 t3e #a=ien= �-u,a=ion 
page on o@r pro5e.t porta7:

�%pro-in!�i e.ith���or!

�inan.ia7 Dis.7os@res

F Anna M� �eorgiopo@7os� MD 3as indi.ated t3e 1o77oBing 
re7ations3ips re7ated to t3is presentation:

H �onsultant� �erte/ �har%aceuticals
H �resentation inclu�es o   la�el use o  %e�ications 

F "o $7anning �ommittee Mem-ers 3aAe 1inan.ia7 
dis.7os@res�

Depression � AnAie=B� )e+inars
F $sy.3oso.ia7 $ain Management: �@rrent Stat@s and �@t@re Dire.tions

���rancis �� �ee e� �h�

F $sy.3oso.ia7 Strategies 1or t3e �ysti. �i-rosis $ro1essiona7:
$romoting �motiona7 +e77��eing in �3i7dren and Ado7es.ents
Bit3 �� and (3eir �ami7ies

���tephanie �ili!no� �h�� %il0 Muther� �h�

F $sy.3op3arma.o7ogi.a7 Approa.3es 1or Managing Depression and 
Anxiety 1or t3e �ysti. �i-rosis $ro1essiona7

��	nna M� Geor!iopoulos� M�

A..ess t3ro@g3 t3e #ro?i-er �-u,a=ion page on o@r pro5e.t porta7:

�%pro-in!�i e.ith���or!
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Depression � AnAie=B &B6p=o6 Manage6en=� 
�eB �on=en= in =1e �es= #ra,=i,e Gui-e
F $sy.3o7ogi.a7 symptom management is one .omponent 

o1 pa77iatiAe .areIBit3 a goa7 to red@.e distress and 
improAe <@a7ity o1 7i1e

F (3e management se.tion o1 t3e �epression � 	n/iet0  

est �ractice Gui�e in.7@des a range o1 primary pa77iatiAe 
.are interAentions to .onsider in .o�deAe7oping a 
.ompre3ensiAe treatment p7an:

H  i1esty7e modi1i.ation 
H $sy.3oso.ia7 interAentions
H �ntegratiAe interAentions
H Medi.a7 management
H +3en to re1er to a spe.ia7ist

Depression � AnAie=B� 
�es= #ra,=i,e Gui-e

A..ess t3ro@g3 t3e #ro?i-er �-u,a=ion page on o@r pro5e.t porta7:
�%pro-in!�i e.ith���or!

Type Examples
Core
anxiety	
symptoms

F Anxious,	worried,	fearful	or	irritable	mood
F Avoids	anxiety-provoking	stimuli

Additional	
symptoms	

Generalized	anxiety F Excessive,	uncontrollable	worry	in	multiple	situations

Panic	attack F Intense	fear	with	abrupt	onset	

Social	anxiety F Excessive	fear	in	social	situations	

Specific	phobia F Excessive	fear	of	object	or	situation
F In	people	with	CF,	medical	traumatic	stress	(e.g.,	

medical	procedures,	hypoglycemia,	hemoptysis)
Separation	anxiety F Separation	distress,	excessive	for	developmental	stage

Post-traumatic	stress	
disorder	(PTSD)

F Intrusion	(nightmares,	flashbacks)
F Avoids	reminders	of	trauma
F Hyperarousal	or	reactivity	(startle,	hypervigilance)

Obsessive-compulsive	
disorder	(OCD)

F Obsessions:	Specific	intrusive	thoughts	causing	anxiety	
F Compulsions:	Rituals	aimed	at	reducing	anxiety

AnAie=B� &B6p=o6s =o �onsi-er 

Depression� &B6p=o6s =o �onsi-er 
Type Examples

Core	
depression	
symptoms

F Sad,	depressed	or	irritable	mood
F �ack	of	interest	or	pleasure

Additional	
symptoms

F �rouble	sleeping	or	sleeping	too	much	
F �ecreased	or	increased	appetite4	weight	change
F Impaired	concentration
F �ecline	in	academic	or	work	performance
F Fatigue,	low	energy
F �uilt,	worthlessness,	feel	like	a	burden	on	others
F �ow	libido
F Sensitivity	to	criticism	
F �rouble	making	decisions	
F Feeling	helpless7hopeless
F �houghts	of	death	or	suicide

Depression � AnAie=B &B6p=o6 
Manage6en=� "+3e,=i?es

F (3e Depression & Anxiety Best Practice Guide .oAers 
6ey .ontent 1or primary pa77iatiAe .are o1 peop7e Bit3 ��

F (3e g@ide .oAers t3ree topi.s: 
H Symptoms to .onsider
H Assessment � diagnosti. too7s
H Management

F (ea.3ing o-5e.tiAes
H &eAieB t3e topi.s as t3ey are presented in t3e 

�est $ra.ti.e �@ide
H �77@strate t3eir pra.ti.a7 app7i.ation Bit3 a .ase des.ription

Depression � AnAie=B� 
&B6p=o6s =o �onsi-er
�e%uirin�	
immediate	
attention	
(alarm	si�ns)

F �ish	to	be	dead,	thoughts	of	self-harm	or	suicide
F Self-injurious	or	reckless	behavior
F Extreme	irritability,	anger,	or	aggression
F inimal	oral	intake
F Rapidly	fluctuating	mental	status,	autonomic	
changes
6 �elirium
6 edication	side	effect
6 Substance	intoxication	or	withdrawal	
6 Serotonin	syndrome

F �sychotic	symptoms	(delusions,	hallucinations)		
F Catatonia	(stillness	or	extreme	restlessness)
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Depression � AnAie=B� Assess6en=
�a,=ors i6por=an= in -i//eren=ial -iagnosis 
an- =rea=6en= planning�
F $sy.3iatri. 3istory

H +3at 3as 3e7ped so 1ar�

F �ami7y psy.3iatri. 3istory

F Medi.a7 stat@s
H �3ange in medi.a7 .ondition or medi.ations
H Dr@g�dr@g intera.tions
H �mpa.t o1 psy.3iatri. treatment on �� symptoms

F $atient�1ami7y pre1eren.es 1or addressing t3e pro-7em

F A..ess to .are

Depression � AnAie=B� 
&B6p=o6s =o �onsi-er
�e%uirin�	
further	
evaluation

F Rapid	worsening	from	baseline	
F �sychomotor	slowing	or	agitation	
F �oor	self-care
F issing	work	or	school	
F Rapidly	shifting	or	elevated7irritable	mood	with		
increased	energy	and	impulsivity
6 �ipolar	disorder
6 �orderline	personality	disorder
6edication	side	effect
6 Substance	intoxication	or	withdrawal

Depression � AnAie=B� 
Diagnos=i, 'es=ing
F!europsB,1ia=ri,	neuropsB,1ologi,al =es=ing

H Sometimes 3e7p1@7 B3en di11erentia7 is .omp7ex
F  earning� attentiona7� or .ognitiAe disorders

H �edside attentiona7 testing i1 .on.ern 1or de7iri@m
F �on1@sion Assessment Met3od ��AM�
F Mo�A �Montrea7 �ognitiAe Assessment�
F Mini�Menta7 State �xamination �MMS��

Depression � AnAie=B� 
Assess6en= 'ools
Condition Assessment	tool
Depression F Annual	�H�-H	screening	for	ages	I@A	years

F Consider	CES-�C	(Center	for	Epidemiologic	Studies	
�epression	Scale	for	Children)	in	children	ages	E-@F

Anxiety F Annual	�A�-F	screening	for	ages	I@A	years	
F Consider	SCARE�	(Screen	for	Child	Anxiety	Related	
Emotional	�isorders)	in	children	ages	G-@F

Suicidality	and	
self-harm

F Columbia	Suicide	Severity	Rating	Scale	(CSSRS)
9�ish	to	be	dead	(passive	suicidal	ideation)
9 �on-specific	suicidal	thoughts
9 �resence	of	plan	and	intent	to	act
9 History	of	self-harm,	suicide	attempt

Depression � AnAie=B� Assess6en=
'o e?alua=e urgen,B, =Bpe, an- se==ing o/ 
=rea=6en=, ,onsi-er�
F Symptom .3ara.teristi.s

H &apidity o1 onset� 1re<@en.y� seAerity� d@ration

F Distress and impairment

F Sa1ety

F �iopsy.3oso.ia7 .ontext
H $re.ipitating and exa.er-ating 1a.tors
H $atient�1ami7y strengt3s� resi7ien.e� and reso@r.es
H $atient�1ami7y @nderstanding o1 t3e pro-7em

Depression � AnAie=B� 
Diagnos=i, 'es=ing
F�a+ora=orB =es=ing =o ,onsi-er

H ���� e7e.tro7ytes� .reatinine�  �(s� �g-A
.
H �
�� 1o7ate� 1at�so7@-7e Aitamins
H (S� �3ypot3yroidism� 3ypert3yroidism�
H �ron pane7 �rest7ess 7eg syndrome� anemia�
H �eaAy meta7 s.reen� ��*� &$&

F �spe.ia77y i1 psy.3oti. or .ognitiAe symptoms
H (oxi.o7ogy s.reen 
H ��� �.3est pain� pa7pitations�
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Depression � AnAie=B� 
Me-i,al Manage6en=
F (se ,o6+ina=ion psB,1o=1erapB an- 

p1ar6a,o=1erapB as ini=ial =1erapB /or se?ere 
-epression

H More e11e.tiAe t3an eit3er moda7ity a7one

F Add p3arma.ot3erapy B3en t3ere is no or partia7 response 
to psy.3o7ogi.a7 interAentions

F $3arma.ot3erapy may -e @sed a7one� espe.ia77y 1or ad@7ts
H +3en eAiden.e�-ased psy.3ot3erapy is @naAai7a-7e
H $er patient�1ami7y pre1eren.e

Depression � AnAie=B� 
!on�Me-i,al Manage6en= ��on=E-�

Approach Type Examples
on-medical	
mana�ement

Integrative	
interventions

F Acupuncture
F editation7mindfulness
F �oga

Depression � AnAie=B� 
!on�Me-i,al Manage6en=
Approach Type Examples
on-medical	
mana�ement

�sychosocial	
interventions

F �rief	intervention	in	CF	clinic	
F �sychoeducation
F Relaxation	techni)ues
F �roblem	solving
F Case	management	of	problems	
related	or	unrelated	to	CF	(school,	
work,	financial,	legal)

F �sychotherapy	is	generally	
recommended	as	first-line	
treatment
--any	evidence-based	approaches
are	available

Depression � AnAie=B� 
!on�Me-i,al Manage6en=

Approach Type Examples

on-medical	
mana�ement

�ifestyle	
modifications	

F onitor	and	address	stressors	
F Engage	social	support	(family,	

friends,	faith	community)
F aintain	structure
F �leasurable,	meaningful	activities
F Sleep	hygiene	
F Optimi2e	nutrition
F �hysical	exercise
F Spend	time	in	nature,	with	animals,	

or	listening	to	music

�o,use- Di//eren=ial Diagnosis 
o/ AnAie=B � Depression in ��
Selected	psychiatric	
differential	:	comorbidities	


mplications

�ipolar	disorder7�anic0	
depressed0	or	mixed	episode

F �ypically	re)uires	mood	stabili2er,	not	
antidepressant

Substance	misuse F �reat	withdrawal	syndromes
F Impacts	choice	of	intervention	

Attention	deficit	hyperactivity	
disorder	(AD	D)

F Overlaps	symptoms	of	depression,	anxiety	
F �oor	concentration
F �ifficulty	initiating	and	completing	tasks
F Stress	due	to	impaired	daily	functioning
F �ysregulated	emotions,	sleep	and	self-care

Emotion	dysre�ulation	due	to	
personality	disorder

F Risk	for	non-suicidal	self-injury,	suicide
F Evidence-based	psychotherapy	such	as	

dialectical	behavioral	therapy	(���)

�o,use- Di//eren=ial Diagnosis 
o/ AnAie=B � Depression in �� ��on=E-�

Selected	C�-specific	
differential	:	comorbidities


mplications

Delirium F Hypoactive	delirium	may	mimic	depression
F Hyperactive	delirium	may	mimic	anxiety7panic
F Elevated	mortality	in	hospitali2ed	patients
F �reatment	includes	correcting	medical	triggers

C�-related	sleep	disturbance	(e2�20	
from	cou�h)	or	fati�ue	

F Can	trigger	or	exacerbate	anxiety	or	mood	changes
F Sleep	study	for	sleep	apnea	or	restless	legs	syndrome

C�-related	dyspnea F Can	mimic	or	exacerbate	panic
Pain	 F Can	trigger	or	exacerbate	anxiety	or	mood	changes

F ay	impact	choice	of	intervention	(e.g.,	C��4	S�RI	or	
gabapentin7pregabalin)		

�itamin	D	deficiency F �epression,	psychosis	associated	with	vitamin	�	deficiency	
europsychiatric	side	effect	(e2�20		
albuterol0	C�T�	modulator0	
immunosuppressants0	steroids)

F Consider	reducing	dose	or	discontinue	to	assess	
relatedness	to	the	CF	therapy

F �reat	neuropsychiatric	manifestations	symptomatically
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&&%� Dose 'i=ra=ion in ��

�
SS�
s Start �o+

�o+	startin�	
dose	for	

individuals	+ith	
C�

Go	Slo+
Titrate	up

every	;-<	+eeks	
if	no4partial	

response

Treat	to	Tar�et
ormal	

P	�->4GAD-=	:	
functionin�	for	;	

year	
prior	to taper	

	i�her	if	
eeded

(Off	label)

Citalopram
D-@?	mg7day �y	D-@?	mg A?-C?	mg7day G?	mg7day

Escitalopram
A.D-D	mg7day �y	A.D-D	mg @?-A?	mg7day C?	mg7day

�luoxetine
D-@?	mg7day �y	D-@?	mg A?-E?	mg7day G?	mg7day

Sertraline
@A.D-AD	mg7day �y	@A.D-AD	mg D?-A??	mg7day AD?	mg7day

Depression � AnAie=B� 
Me-i,al Manage6en= ��on=E-�
F �6ploB se:uen=ial =rials @i=1 ,lose 6oni=oring o/ response 

=o in=er?en=ion
H �onsider seria7 $�%����AD�� meas@res

F �onsider strategies i1 in.omp7ete response to p3arma.ot3erapy
H Dose ad5@stment
H SBit.3
H A@gmentation

F Monitor 1or neB s@i.ida7ity� agitation� or mania B3en 
antidepressants are @sed

H �spe.ia77y in yo@ng peop7e
H +eig3 against ris6 o1 @ntreated depression�anxiety

Depression � AnAie=B� 
Me-i,al Manage6en= ��on=E-�
Approach	 Type	and	examples Comments

�edical	
mana�ement1	
Selected	
medications	
tar�etin�
depression	only

�upropion F �ow	appetite
F Insomnia7vivid	dreams
F �o	sexual	side	effects

Stimulant	(off	label)
F ethylphenidate

F �hen	rapid	response	is	
needed

F �hen	A�H�	is	comorbid
F �ow	appetite
F Insomnia
F Irritability,	increased	anxiety
F Caution	with	history	of	

substance	misuse

Depression � AnAie=B� 
Me-i,al Manage6en= ��on=E-�

Approach	 Type	and	examples Comments
�edical	
mana�ement1
Selected	
medications	
tar�etin�	both	
anxiety	and	
depression

Serotonin	
orepinephrine	
�euptake	
nhibitors	
(S�
s)
F �uloxetine
F �enlafaxine
F ilnacipran

F ay	also	treat	comorbid	pain	(e.g.,	
diabetic	neuropathy,	chronic	
headache)

F Side	effect	profile	similar	to	SSRIs
F Consider	checking	�F�s	before	

starting	duloxetine
F �enlafaxine	may	elevate	blood	

pressure	and	carries	higher	risk	of	
discontinuation	syndrome		

�irtazapine F �seful	when	weight	gain	and	
nocturnal	sedation	are	welcome

F Few	drug-drug	interactions
F �o	sexual	side	effects

Depression � AnAie=B� 
Me-i,al Manage6en= ��on=E-�

Approach	 Type	and	examples Comments

�edical	
mana�ement1
Selected	
medications	
for	both	
anxiety	and	
depression

Selective	Serotonin	
�euptake	
nhibitors	
(SS�
s)	
F Citalopram
F Escitalopram
F Fluoxetine
F Sertraline

F First-line	medications	in	children,	
adolescents	and	adults

F Recommended	by	CFF7ECFS	guidelines
F Start	low	and	titrate	slowly	to	minimi2e	
initiation	and	discontinuation	syndromes:
headache,	di22iness,	�I	distress,	jitteriness	
or	fatigue	

F Sexual	side	effects
F Risk	of	serotonin	toxicity
F Citalopram	may	prolong	��c,	especially	
with	other	��c-prolonging	meds	
(a2ithromycin)

F �se	with	lumacaftor7ivacaftor	may	re)uire	
dose	increase	of	citalopram,	escitalopram,	
sertraline	

Depression � AnAie=B� 
Me-i,al Manage6en= ��on=E-�
Approach	 Type	and	examples Comments

�edical	
mana�ement1	
Selected	
medications	
tar�etin�
anxiety	only

Gabapentinoids
(off-label)
F �abapentin
F �regabalin	

F ay	also	address	comorbid	neuropathic	pain
F Re)uires	renal	dosing

	ydroxyzine F Sedation,	dryness
F Re)uires	renal	dosing

�enzodiazepines	
F �ora2epam

F For	acute	panic,	anxiety	related	to	medical	
procedures,	refractory	anxiety

F �hysical	dependence4	withdrawal	sei2ures
F inimi2e	length	of	therapy	and	taper	slowly
F Caution	with	depression,	substance	misuse,	

respiratory	depression,	opiates,	peri-transplant
F onitor	for	cognitive	side	effects,	delirium,	

tachyphylaxis,	misuse
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�ase Dis,ussion� Depression � AnAie=B

Over	the	past	+eek1 ot	at	
all Occasionally Sometimes �ost	of	

the	time Al+ays

	ave	you	been	feelin�	
anxious	or	+orried	

about	your	illness	or
treatment/

? @ A B C

	ave	any	of	your	family	
or	friends	been	anxious	
or	+orried	about	you/

? @ A B C

	ave	you	been	feelin�	
depressed/

? @ A B C

��at e�se "ou�d you �i�e to �no"�
��at are your next steps in assess�ent�

F (3e patient .omp7etes t3e �ntegrated $a77iatiAe �are #@t.ome 
S.a7e ��$#S� as part o1 t3e ann@a7 needs assessment

Depression � AnAie=B� 
Me-i,al Manage6en= ��on=E-�
F )1en =o re/er =o a spe,ialis=

H $sy.3iatri. diagnosis is @n.ertain

H �� team does not 3aAe .apa.ity to initiate or proAide 
ongoing treatment

H �omp7exity o1 t3e .ase ex.eeds t3e �� teamLs 7eAe7 
o1 training and experien.e

H Depression or anxiety appear treatment�resistant

H )rgent sa1ety ris6 is identi1ied


o y�pto�s
�#�$�� � GAD�� 

&,ores� 1���

%es,reen 
neA= Bear

	i�d 
Depression�Anxiety

�#�$��	GAD�� 
&,ores� ����

&uppor=i?e 
in=er?en=ion, 
e-u,a=ion�
%es,reen a= 

neA= ,lini, ?isi=

	oderate 
Depression�Anxiety

�#�$��	GAD�� 
&,ores� 10�1��

�?i-en,e�+ase- 
psB,1ologi,al 

in=er?en=ion, in,lu-ing 
��' or �#' or re/erral =o 
6en=al 1eal=1 spe,ialis=

�/ psB,1ologi,al in=er?en=ion una?aila+le, -e,line-, or 
no= /ullB e//e,=i?e, ,onsi-er a--ing &&%�

e!ere Anxiety 
�GAD�� &,ores� 1���

�o6+ine- 
e?i-en,e�+ase- 
psB,1ologi,al 

in=er?en=ion an- 
&&%�

e!ere Depression 
�#�$�� &,ores� 1���

�Aposure�+ase- ��'

)1en pres,ri+ing an &&%�, ,onsi-er prior =rea=6en= response, 6e-i,al 
s=a=us, -rug�-rug in=era,=ions, an- lo,al pra,=i,e pa==erns. &&%�s 

,i=alopra6, es,i=alopra6, ser=raline or /luoAe=ine are usuallB appropria=e.

�/ &&%� no= =olera=e- or /ullB 
e//e,=i?e, a-3us= -ose or s@i=,1 =o 

ano=1er &&%�

�/ &&%� ,on=rain-i,a=e- or =rea=6en=�resis=an=, re/er 
/or spe,ialiCe- ,onsul=a=ion

�escreen 
patients 
at next 

c�inic !isit 
& 

annua��y

%@ittner A � A--ott �� �eorgiopo@7os 
AM� et a7�� �nternationa7 �ommittee 
on Menta7 �ea7t3 in �ysti. �i-rosis�
�hora/ �	
� �an��
�
�:����� 

&,reening � 'rea=6en= /or Depression � AnAie=B� 
Algori=16 /or �n-i?i-uals @i=1 �� �Ages 12�A-ul=1oo-�

�lini,al assess6en=
�6pair6en= D #re/eren,es D &a/e=B

#osi=i?e &,reen� !o@ )1a=�
F��� Mode7s o1 $a77iatiAe �are �@ide7ines: #ptiona7 
meas@res 1or depression and anxiety in peop7e
Bit3 �� G
� years  

H�enera7iEed Anxiety Disorder ���tem S.a7e ��AD���
H$atient �ea7t3 %@estionnaire�� �$�%���

FA7ign Bit3 meas@res @sed 1or ro@tine s.reening in 
�������S menta7 3ea7t3 g@ide7ines

FA7so may -e @sed 1or .aregiAers o1 .3i7dren and 
ad@7ts Bit3 �� 

�uittner A�,	Abbott	�, �eorgiopoulos	A,	et	al.4	International	Committee	on	ental	Health	in	Cystic	Fibrosis.	Thorax.	
A?@E	�an4F@(@):AE-BC.	

�ase Dis,ussion� 
Depression � AnAie=B in a Mo-el o/ 
#allia=i?e �are /or ��

F ���year�o7d man Bit3 �� and poor7y .ontro77ed 
���&e7ated Dia-etes 

F Ann@a7 pa77iatiAe .are needs assessment

GAD��
F #ptiona7 

anxiety 
meas@re

F (ota7 s.ore: 
�
F Moderate 

anxiety 
symptoms

)1a= else 
@oul- Bou li4e 
=o 4no@�
!eA= s=eps�
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Depression � AnAie=B �ase 
Dis,ussion� Manage6en=
(3e Depression � Anxiety �est $ra.ti.e �@ide in.7@des a range 
o1 primary pa77iatiAe .are interAentions to .onsider in .o�
deAe7oping a .ompre3ensiAe treatment p7an

)1a= in=er?en=ions 6ig1= Bou sugges=�
F  i1esty7e modi1i.ations
F $sy.3oso.ia7 interAentions 
F �ntegratiAe interAentions
F Medi.a7 management 
F +3en to re1er to a spe.ia7ist

�onsi-er si6ul=aneous ?s. se:uen=ial in=er?en=ions.
&o6e 6aB no= +e appropria=e or a,,ep=a+le =o =1e pa=ien=.
)1i,1 �� =ea6 6e6+ers 6ig1= +e 1elp/ul =o engage�

#�$�� 
F #ptiona7 depression 

meas@re

F (ota7 s.ore: 
�
F SeAere depressiAe 

symptoms:
F $assiAe s@i.ida7 

ideation on %�
F +is3 to -e dead 

Bit3o@t intent or 
p7an 

F �mpa.t on 1@n.tioning 
JAery di11i.@7tK

)1a= else @oul- Bou 
li4e =o 4no@�
!eA= s=eps�

�ase Dis,ussion� Depression � AnAie=B 
	o+	has	the	follo+in�	
symptom	affected	you	
over	the	past	+eek/

ot	at	all Sli�htly �oderately Severely Over-
+helmin�ly

Pain ? @ A B C

�eakness	or	lack	of	
ener�y

? @ A B C

)1a= i/ =1ese sB6p=o6s @ere also en-orse- on �#"&�

)1a= else @oul- Bou li4e =o 4no@�

Depression � AnAie=B �ase� 
�ni=ial �n=er?en=ions 

ntervention	type Examples
�ifestyle	modification F Increase	time	outdoors
Psychosocial	
intervention

F Start	evidence-based	psychotherapy	such	
as	Cognitive	�ehavioral	�herapy	(C��)	or	
Interpersonal	�herapy	(I��)	urgently


nte�rative	intervention F �oga	
�edical	mana�ement F Start	SSRI	urgently	(e.g.,	citalopram)
�efer	to	a	specialist F If	CF	team	does	not	have	capacity	for	

skilled	assessment7treatment,	including	
for	suicidality

Are =1ere o=1er un6e= pallia=i?e ,are nee-s =1a= 6ig1= 
,1ange =1e =rea=6en= plan�

�ase� Depression � AnAie=B

F ���year�o7d man Bit3 �� and poor7y .ontro77ed ��&D

F "o prior menta7 3ea7t3 treatment

F Moderate anxiety
H �$#S JsometimesK� �AD�� S.ore: 
� 

F SeAere depression Bit3 passiAe s@i.ida7 ideation
H �$#S Jmost o1 t3e timeK� $�%�� S.ore: 
�

)1a= are Bou 6os= @orrie- a+ou=�
)1a= are Bour neA= s=eps�
�o@ urgen= is /ur=1er -iagnos=i, assess6en= an- in=er?en=ion�

�ase Dis,ussion� 
Depression, AnAie=B, � #ain
F 2�Bear�ol- 6an @i=1 �� an- poorlB ,on=rolle- ��%D

H "o prior menta7 3ea7t3 treatment
H Moderate anxiety� seAere depression� passiAe s@i.ida7 

ideation

F #ain an- pares=1esias in /ee=D-ia+e=i, neuropa=1B
H SeAere impa.t o1 pain and 7a.6 o1 energy
H �ntermittent -@t dai7y� Borse at nig3t� @p to ��
	
H �nter1eres Bit3 s7eep� a.tiAities� en5oyment

)1a= are Bour neA= s=eps� 
Does =1is ne@ in/or6a=ion ,1ange 6anage6en=�
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�A&� %esponses �ro6 #ar=ner
Over	the	past	month0	because	of	your	relative	or	
friend3s	illness0	ho+	much	have	you1

ot	at	
all A	little	 Some A	lot

�orried	about	your	relative	or	friend	even	+hen	
you	are	not	+ith	him4her/ @ A B C

�een	depressed	because	of	your	relative	or	
friend3s	illness/ @ A B C

�een	upset	about	not	havin�	enou�h	time	for	
yourself	because	of	carin�	for	your	relative	or	

friend/
@ A B C

�een	over+helmed	by	the	responsibility	of	carin�	
for	your	relative	or	friend/ @ A B C

)1a= else @oul- Bou li4e =o 4no@�
)1a= are Bour neA= s=eps in assess6en=�
)1a= resour,es or in=er?en=ions 6ig1= Bou o//er�

Depression, AnAie=B, � #ain �ase�  
�n=er?en=ions 

ntervention	type Examples
�ifestyle	modification F Increase	time	outdoors

Psychosocial	
intervention

F Start	Cognitive	�ehavioral	�herapy	(C��)	urgently	
to	target	depression,	anxiety,	and	coping	with	pain

F Interpersonal	�herapy	(I��)	less	preferred	given	
pain


nte�rative	
interventions

F �oga	
F Acupuncture

�edical	mana�ement F Start	S�RI urgently	(e.g.,	duloxetine)
F Consider	insulin	pump	to	improve	glycemic	

control

�efer	to	a	specialist F If	CF	team	does	not	have	capacity	for	skilled	
assessment7treatment,	including	for	suicidality	or	
refractory	pain

�eB �on,ep=s �ro6 =1e Depression 
& Anxiety Best Practice Guide
F (se #�$�� an- GAD�� =o supple6en= �#"& an- �A&�

H A7igns Bit3 �������S menta7 3ea7t3 g@ide7ines
H May o11er to .aregiAers o1 ad@7ts� not 5@st .3i7dren

F �i/es=Ble 6o-i/i,a=ions an- psB,1o=1erapB are /irs= line 
H �onsider integratiAe interAentions

F �onsi-er 6e-i,a=ion -epen-ing on pre/eren,es, a,,ess, 
response =o =rea=6en=

F &=ar= @i=1 co��ined psB,1ologi,al in=er?en=ion an- 
p1ar6a,o=1erapB �usuallB &&%�� /or se?ere -epression

F �o�o,,urring sB6p=o6s su,1 as pain 6aB i6pa,= =1e 
,1oi,e o/ /irs=�line 6e-i,a=ion /or -epression � anAie=B

Al=erna=e �ase &,enarios� 
Depression � AnAie=B
F )oul- =1is ,ase presen= or +e 6anage- -i//eren=lB 

in a s,1ool�age- ,1il- or a-oles,en=�  �oB�

F )oul- =1is ,ase +e 6anage- -i//eren=lB in a ,ollege 
s=u-en= @1o i-en=i/ies 1is 6o=1er as 1is pri6arB 
suppor=�  �oB�

F )oul- =1is ,ase +e 6anage- -i//eren=lB i/ =1e 
pa=ien= 1a- re,en=lB ini=ia=e- 1ig1lB e//e,=i?e 
6o-ula=or =1erapB�  �oB�

�ase Dis,ussion� 
Depression, AnAie=B, � #ain
F 2�Bear�ol- 6an @i=1 ��, poorlB ,on=rolle- 

��%D, -epression, anAie=B, neuropa=1i, pain
H �$#S: Ha-e an0 o  0our  a%il0 or  rien�s �een 

.orrie� or an/ious a�out 0ou� 
F 1�ot at all2

��at a�out t�e care�i!er�
F �denti1ies 7iAe�in gir71riend as primary s@pport
F #11er �rie1 Assessment S.a7e 1or �aregiAers ��AS��



ImprovingLifewithCF.org   |   49© Copyright 2021 Improving Life with CF

TRAIN-THE-TRAINER MANUAL FOR SITE EDUCATORS

MODULE 6 – SERIOUS ILLNESS DISCUSSIONS

Presented by:

Russell K. Portenoy, MD
MJHS Institute for Innovation in Palliative Care 
39 Broadway, 3rd Floor, New York, NY 10006 
RPorteno@mjhs.org

Serious Illness Discussions

April 22, 2021

MJHS Institute for Innovation in Palliative Care

Russell K. Portenoy, MD

Serious Illness Discussions� 
%-@ien@ � �-9ilE �0uc-@ion

�ccess @4rou34 @4e P%tient �(u'%tion 
<-3e on our <ro6ec@ <or@-l�

I�"rovin��ife(it�C��or�

�in-nci-l Disclosures

'ussell  � %or@enoE� "D� �-cul@E -n0 %l-nner� 4-s no 
2in-nci-l -rr-n3e9en@s or -22ili-@ions Ci@4 -nE co99erci-l 
en@i@ies C4ose <ro0uc@s� rese-rc4� or serBices 9-E .e 
0iscusse0 in @4ese 9-@eri-ls�  �nE 0iscussion o2 
inBes@i3-@ion-l or unl-.ele0 uses o2 - <ro0uc@ Cill .e 
i0en@i2ie0�

#o o@4er %l-nnin3 �o99i@@ee "e9.er 4-s -nE 2in-nci-l 
0isclosures�

Serious Illness Discussions� ,e.in-r

G �-rin3 2or In0iBi0u-ls ,i@4 �Es@ic �i.rosis -n0 
@4eir �-9ilies� Serious Illness Discussions
I �ussell � Porteno)� M�
I �lisa�et� �ellon� M�� MPH

�ccess @4rou34 @4e Pro:i(er �(u'%tion <-3e on our 
<ro6ec@ <or@-l�

I�"rovin��ife(it�C��or�



ImprovingLifewithCF.org   |   50© Copyright 2021 Improving Life with CF

TRAIN-THE-TRAINER MANUAL FOR SITE EDUCATORS

Serious Illness Discussions�
 eE �once<@ in @4e �%�
G Serious illness 0iscussions -re BerE 0iBerse .u@ 4-Be 

co99on ele9en@s
I )4eE rel-@e @o expectations or preferences -.ou@ @4e 

illness or i@s 9-n-3e9en@

I )4eE -re <erceiBe0 -s <o@en@i-llE inci@in3 <-@ien@�2-9ilE 
0is@ress .ec-use @4eE co99onlE inclu0e M.-0 neCsN� 
en0�o2�li2e <re2erences� or 0i22icul@ 0ecisions Ci@4 
i9<lic-@ions 2or <ro3nosis

I )4eE elici@ clinici-n 0isco92or@ .ec-use o2 uncer@-in@E 
-.ou@ @4e .es@ l-n3u-3e -n0 @one� un<re0ic@-.ili@E o2 @4e 
res<onse� concern -.ou@ 4oC @o 9-n-3e - ne3-@iBe 
res<onse� -n0 @4e @i9e re=uire0

Serious Illness Discussions� 
�es@ %r-c@ice �ui0e

�ccess @4rou34 @4e Pro:i(er 
�(u'%tion <-3e on our <ro6ec@ 

<or@-l�

I�"rovin��ife(it�C��or�

Serious Illness Discussions�
 eE �once<@ in @4e �%�

G � sEs@e9-@ic -<<ro-c4 @o serious illness 
0iscussions inclu0es

I I0en@i2Ein3 %ppropri%te p%tients -@ %ppropri%te 
ti1es

I %re<-rin3 2or - 0iscussion .E 4-Bin3 spe'i*i' 
o&.e'ti:es in 9in0

I *sin3 - stru'ture( %ppro%', to 'o11uni'%tion

Serious Illness Discussions�
 eE �once<@ in @4e �%�

G � sEs@e9-@ic -<<ro-c4 @o serious illness 0iscussions 
inclu0es

I I0en@i2Ein3 %ppropri%te p%tients -@ %ppropri%te ti1es

I %re<-rin3 2or - 0iscussion .E 4-Bin3 spe'i*i' 
o&.e'ti:es in 9in0

I *sin3 - stru'ture( %ppro%', to 'o11uni'%tion

Serious Illness Discussions 
2or @4e �� %ro2ession-l
G �o9<e@en@ -n0 @i9elE serious illness 0iscussions 9-E 

.e -ssoci-@e0 Ci@4 <osi@iBe ou@co9es 2or <-@ien@s� 
2-9ilies -n0 <roBi0ers o2 c-re

G )4e �est ractice 	%i�e coBers @Co @o<ics� 
content fra�e'or� -n0 a co��%nication approac�

G )e-c4in3 o.6ec@iBes

I 'eBieC @4e @o<ics -s @4eE -re <resen@e0 in @4e 
�est Pra�ti�e 	ui�e

I Illus@r-@e @4eir <r-c@ic-l -<<lic-@ion Ci@4 - c-se 
0escri<@ion

Serious Illness Discussions�
 eE �once<@ in @4e �%�
G $,o is @4e -<<ro<ri-@e <-@ien@�2-9ilE�

I �ll <-@ien@s�2-9ilies liBin3 @4rou34 serious c4ronic 
illnessJ-ll <-@ien@s Ci@4 �� -n0 @4eir 2-9ilies

G $��� @o 4-Be - 0iscussion�
I So9e @E<es o2 serious illness conBers-@ions -re 

-<<ro<ri-@e -@ -nE @i9e

I So9e -re -<<ro<ri-@e C4en <ro3ression o2 0ise-se or 
co9<lic-@ions occur 

I So9e -re -<<ro<ri-@e C4en @4e en0 o2 li2e -<<e-rs @o .e 
-<<ro-c4in3 



ImprovingLifewithCF.org   |   51© Copyright 2021 Improving Life with CF

TRAIN-THE-TRAINER MANUAL FOR SITE EDUCATORS

Serious Illness Discussions�
 eE �once<@ in @4e �%�

G ,4eneBer - clinici-n is <l-nnin3 @o 0iscuss - Msensi@iBeN 
issueJi�e�� C4eneBer - serious illness 0iscussion Cill .e 
ini@i-@e0 Ci@4 - <-@ien@ or 2-9ilE

I $ne or 9ore o��ecti&esJC4-@ in2or9-@ion s4oul0 .e 
o.@-ine0 or <roBi0e0Js4oul0 .e consi0ere0 in a�&ance

I �l@4ou34 0iscussions 9-E 0iBer3e 2ro9 eD<ec@-@ions� @4e 
clinici-ns s4oul0 -lC-Es s@-r@ - 0iscussion Ci@4 cl-ri@E 
-.ou@ @4e o.6ec@iBes @4-@ Coul0 .e 2-Bore0 

Serious Illness Discussions�
 eE �once<@ in @4e �%�

G $��� @o 4-Be - 0iscussion�

I %erio0ic-llE 0urin3 s@-.le <erio0sJ0urin3 -n -nnu-l 
eB-lu-@ion

I ,4en si3ns in0ic-@e <ro3ressiBe illness or - recen@ 
4os<i@-liF-@ion 4-s occurre0

I ,4en 0ecline su33es@s @4-@ <ro3nosis 9-E .e li9i@e0

Serious Illness Discussions�
 eE �once<@ in @4e �%�
�ener%l o&.e'ti:es 
)o -c=uire in2or9-@ion -.ou@�

I +-lues -n0 <re2erences
G MDecision-l con@rol 

<re2erencesN
G Desire 2or in2or9-@ion
G +ieC o2 M@r-0e�o22sN
G +ieCs -.ou@ @re-@9en@s

I %ro3nos@ic -C-reness
I I99e0i-@e -n0 

lon3s@-n0in3 li2e 3o-ls 
I �e-rs -n0 concerns

 pe'i*i' o&.e'ti:es
�0B-nce c-re <l-nnin3
)o eDc4-n3e in2or9-@ion -.ou@�

I )re-@9en@ 0ecisions
G ��)' 9o0ul-@ors�       

lun3 @r-ns<l-n@-@ion� 
4os<i@-liF-@ions� I�* 
s@-Es� res<ir-@orE 
su<<or@� -r@i2ici-l nu@ri@ion

I �os<ice

Serious Illness Discussions�
 eE �once<@ in @4e �%�

G )4e o.6ec@iBes o2 - serious illness 0iscussion� 2ro9 @4e 
<ers<ec@iBe o2 @4e clinici-n� c-n .e c-@e3oriFe0 -s 
K3ener-lL or Ks<eci2icL

Serious Illness Discussions�
 eE �once<@ in @4e �%�

G � sEs@e9-@ic -<<ro-c4 @o serious illness 
0iscussions inclu0es

I I0en@i2Ein3 %ppropri%te p%tients -@ %ppropri%te 
ti1es

I %re<-rin3 2or - 0iscussion .E 4-Bin3 spe'i*i' 
o&.e'ti:es in 9in0

I *sin3 - stru'ture( %ppro%', to 'o11uni'%tion

Serious Illness Discussions�
 eE �once<@ in @4e �%�
�ener%l o&.e'ti:es 
)o -c=uire in2or9-@ion -.ou@�

I +-lues -n0 <re2erences
G MDecision-l con@rol 

<re2erencesN
G Desire 2or in2or9-@ion
G +ieC o2 M@r-0e�o22sN
G +ieCs -.ou@ @re-@9en@s

I %ro3nos@ic -C-reness
I I99e0i-@e -n0 

lon3s@-n0in3 li2e 3o-ls 
I �e-rs -n0 concerns

 pe'i*i' o&.e'ti:es
�0B-nce c-re <l-nnin3 
)o eDc4-n3e in2or9-@ion -.ou@�

I )re-@9en@ 0ecisions
G ��)' 9o0ul-@ors�       

lun3 @r-ns<l-n@-@ion� 
4os<i@-liF-@ions� I�* 
s@-Es� res<ir-@orE 
su<<or@� -r@i2ici-l nu@ri@ion

I �os<ice



ImprovingLifewithCF.org   |   52© Copyright 2021 Improving Life with CF

TRAIN-THE-TRAINER MANUAL FOR SITE EDUCATORS

+-lues -n0 %re2erences� 
Direc@ &ues@ionin3

G ,4-@ @E<e o2 =ues@ion Coul0 -ssess M0ecision-l con@rol 
<re2erencesN�

“When	it	comes	to	a	decision	about	an	important	
treatment	for	your	illness,	are	you	the	kind	of	person	
who	likes	to	make	her	own	decisions,	or	do	rely	on	your	
family	or	your	doctor	to	make	the	right	decision	for	you?”		

�ener-l $.6ec@iBes� 
+-lues -n0 %re2erences
G BDe'ision%l 'ontrol pre*eren'esC� ,4o 9-7es 4e-l@4 c-re 

0ecisions 2or @4e <-@ien@ 

I %-@ien@s 9-E .e 9ore -c@iBe �sel2� Bs� 9ore <-ssiBe �<4Esici-n or 
2-9ilE� Bs� s4-re0 �9iDe0 -<<ro-c4�

G Desire *or in*or1%tion 
I %-@ien@s 9-E <re2er 9ore or less 0e@-il

G #ie; o* tr%(e�o**s
I %-@ien@s B-rE in @4e C-E @4eE BieC M=u-n@i@EN Bs� M=u-li@EN o2 li2e or 

Me22ic-cEN Bs� M.ur0enN o2 @re-@9en@s

G �ener%l :ie;s %&out spe'i*i' tre%t1ents
I �onsi0er @r-ns<l-n@-@ion� 4os<i@-liF-@ion� -r@i2ici-l nu@ri@ion� o@4ers

+-lues -n0 %re2erences� 
Direc@ &ues@ionin3

G ,4-@ @E<e o2 =ues@ion Coul0 -ssess @4e 0esire 2or 
in2or9-@ion�

“�re	you	the	kind	of	person	who	wants	to	hear	the	
details	about	your	illness,	or	do	you	usually	like	more	
general	information,	with	details	only	when	the	doctor	
feels	that	it	is	really	important	for	you	to	know?”

+-lues -n0 %re2erences� 
Direc@ &ues@ionin3

G $,%t type o* 5uestion ;oul( %ssess t,e (esire *or 
in*or1%tion� 

+-lues -n0 %re2erences� 
Direc@ &ues@ionin3

G $,%t type o* 5uestion ;oul( %ssess B(e'ision%l 
'ontrol pre*eren'esC�

+-lues -n0 %re2erences� 
Direc@ &ues@ionin3

G $,%t type o* 5uestion ;oul( %ssess t,e p%tientCs 
:ie;s on tr%(e�o**s�



ImprovingLifewithCF.org   |   53© Copyright 2021 Improving Life with CF

TRAIN-THE-TRAINER MANUAL FOR SITE EDUCATORS

%ro3nos@ic �C-reness� 
Direc@ &ues@ionin3

G $,%t type o* 5uestion 'oul( &e use( to initi%te % 
(is'ussion %&out pro+nosis� 

+-lues -n0 %re2erences� 
Direc@ &ues@ionin3

G ,4-@ @E<e o2 =ues@ion Coul0 -ssess @4e <-@ien@Ns BieCs 
on @r-0e�o22s�
“�eople	who	ha e	chronic	illnesses	differ	in	how	they	�udge	
what	is	important&		�or	e"ample,	some	people	say	that	�uality	
of	life	is	the	most	important	thing,	while	others	say	that	
controlling	the	disease	and	li ing	as	long	as	possible	is	most	
important&		�lthough	this	comparison	doesn't	reflect	how	
complicated	these	decisions	really	are,	it	is	still	helpful	to	
know	how	you	think	about	these	kinds	of	trade*offs?”	

%ro3nos@ic Disclosure 

G �ourse o* illness

I "-E .e 0escri.e0 in @er9s o2 sE9<@o9s or 2unc@ionin3� 
e22ec@ on @4e in0iBi0u-l or e22ec@s on @4e 2-9ilE

G �i*e e<pe't%n'y

I "-E .e 0iscusse0 Ci@4 - @i9e 4oriFon �e�3�� KCee7s @o 
9on@4sL� or Ci@4ou@ - @i9e 4oriFon �K@er9in-l illnessL�

%ro3nos@ic �C-reness� 
Direc@ &ues@ionin3

G ,4-@ @E<e o2 =ues@ion coul0 .e use0 @o ini@i-@e - 
0iscussion -.ou@ <ro3nosis�

“�ow	much	do	you	know	about	your	illness,	about	how	serious	
it	is	or	what	might	occur	in	the	future?”		

“�ome	people	benefit	from	ha ing	more	information	about	
what	to	e"pect&		�ome	want	to	know	about	the	prognosis&		
�o	you	feel	the	need	for	more	information?”

�ener-l $.6ec@iBes�
%ro3nos@ic �C-reness
G Pro+nosti' %;%reness

I "-E re2er @o �ife expectanc) or co%rse of i��ness

I %-@ien@s -n0 2-9ilies 4-Be B-rEin3 Ms@-@esN o2 -C-reness�       

� A''ur%te� �� �n%''ur%te� �� "n/no;n %n( not ;%ntin+ to 
/no;� -n0 � "n/no;n %n( ;%ntin+ to /no;

I �isc%ssion -n0 �isc�os%re o2 <ro3nosis 
G �e3ins Ci@4 assess�ent of %n�erstan�in� -n0 @4e �esire 

for infor�ation

G Is 0one @o correc@ in-ccur-cies� -n0 <roBi0e in2or9-@ion @o 
@4ose C4o C-n@ i@

�ener-l $.6ec@iBes� 
�o-ls� �oncerns� -n0 �e-rs
G �i*e +o%ls So9e <-@ien@s eD<erience .ene2i@ or s4-re 

clinic-llE i9<or@-n@ in2or9-@ion .E 0iscussin3 
I #e-r�@er9 3o-ls �@4in3s @4-@ 4-Be no@ .een 0one -n0 9-E s@ill .e 

<ossi.le�

I %-s@ eBen@s or -c4ieBe9en@s �9e9ories @4-@ .rin3 6oE� 
connec@e0ness� or 9e-nin3�

I !e3-cE �C4-@ Coul0 .e re9e9.ere0 -2@er Ce -re 3one�

G �e%rs %n( 'on'erns  So9e <-@ien@s eD<erience .ene2i@ or 
s4-re clinic-llE i9<or@-n@ in2or9-@ion .E 0iscussin3 

I �oncerns or 2e-rs @4-@ 9-E .e s<eci2ic or 3ener-l

I �oncerns or 2e-rs 9-E 2ocus on @4e sel2 or @4e 2-9ilE



ImprovingLifewithCF.org   |   54© Copyright 2021 Improving Life with CF

TRAIN-THE-TRAINER MANUAL FOR SITE EDUCATORS

Serious Illness Discussions�
 eE �once<@ in @4e �%�

�ener%l o&.e'ti:es 
)o -c=uire in2or9-@ion -.ou@�

I +-lues -n0 <re2erences
G MDecision-l con@rol 

<re2erencesN
G Desire 2or in2or9-@ion
G +ieC o2 M@r-0e�o22sN
G +ieCs -.ou@ @re-@9en@s

I %ro3nos@ic -C-reness
I I99e0i-@e -n0 

lon3s@-n0in3 li2e 3o-ls 
I �e-rs -n0 concerns

 pe'i*i' o&.e'ti:es
�0B-nce c-re <l-nnin3
)o eDc4-n3e in2or9-@ion -.ou@�

I )re-@9en@ 0ecisions
G ��)' 9o0ul-@ors�       

lun3 @r-ns<l-n@-@ion� 
4os<i@-liF-@ions� I�* 
s@-Es� res<ir-@orE 
su<<or@� -r@i2ici-l nu@ri@ion

I �os<ice

�o-ls� �e-rs� -n0 �oncerns� 
Direc@ &ues@ionin3

G $,%t type o* 5uestion ;oul( %ssess 'on'erns or 
*e%rs�

S<eci2ic $.6ec@iBes� 
)re-@9en@ Decisions
G )4e 9o0el 2or serious illness 0iscussions -<<lies @o 

@re-@9en@�rel-@e0 0iscussions @4-@

I �-rrE 4i34 ris7 or .ur0en

I �-Be li9i@e0 <ro.-.ili@E o2 9e-nin32ullE <osi@iBe 
ou@co9es

I "-E no@ -li3n Ci@4 @4e <-@ien@Ns�2-9ilENs B-lues or 
<re2erences� -s @4eE -re un0ers@oo0

I I9<lE conclusions -.ou@ <ro3nosis @4-@ 9-E no@ .e 
un0ers@oo0 .E @4e <-@ien@ or 2-9ilE �e�3�� 4os<ice�

S<eci2ic $.6ec@iBes� 
�0B-nce �-re %l-nnin3
G �0B-nce c-re <l-nnin3 9-E .e BieCe0 -s - t)pe o2 

serious illness 0iscussion

I �ocuses on expectations or preferences -.ou@ f%t%re c-re

I S4oul0 es@-.lis4 @4e 9e-ns @o 0irec@ 2u@ure c-re consis@en@ Ci@4 
B-lues -n0 <re2erences �@4e -0B-nce 0irec@iBe� 

I S4oul0 inclu0e in2or9-@ion @4-@ -00resses o@4er o.6ec@iBes� e�3�� 
<ro3nos@ic -C-reness 

I �0B-nce 0irec@iBes c-n .e use0 @o selec@ - 
s<o7es<erson�0ecision 9-7er �Dur-.le %oCer o2 �@@orneE 2or 
�e-l@4 Decisions� �#D�$' @o 3iBe s<eci2ic ins@ruc@ions -.ou@ 
2u@ure c-re �!iBin3 ,ill� "$!S)�

�o-ls� �e-rs� -n0 �oncerns� 
Direc@ &ues@ionin3 

G,4-@ @E<e o2 =ues@ion Coul0 -ssess concerns 
or 2e-rs�
“�i en	how	things	ha e	been	going	during	the	past	few	months,	
it	wouldn't	be	surprising	if	you	were	ha ing	some	concerns,	or	
fears,	about	your	illness	or	the	treatments	we	are	using&			ell	
me,	what	are	your	concerns?”

Serious Illness Discussions�
 eE �once<@ in @4e �%�

G )o con0uc@ 0iscussions in@en0e0 @o 9ee@ ei@4er 3ener-l 
or s<eci2ic o.6ec@iBes� - sEs@e9-@ic -<<ro-c4 @o @4e 
co99unic-@ion is B-lu-.le

G +-rious co99unic-@ion @r-inin3 9o0els 4-Be .een 
0eBelo<e0J@4eE s4-re 9-nE ele9en@s



ImprovingLifewithCF.org   |   55© Copyright 2021 Improving Life with CF

TRAIN-THE-TRAINER MANUAL FOR SITE EDUCATORS

)4e �P�S Mo�el
�  �  *�pener+

G  ettin+ t,e st%+e

G �eutr%l openin+ st%te1ent

G M%in o&.e'ti:e, in +ener%l 
ter1s

  �  *er�ission+

G �s it �K to pro'ee(

G  ,oul( ot,ers &e present *or t,is 
(is'ussion�

�  �  *�n�erstan�in�+
G $,%t (oes t,e p%tient or *%1ily /no;�

G �%n 1ore in*or1%tion &e eli'ite(� 

G $,%t in*or1%tion s,oul( &e pro:i(e(�

G $,%t 1ore (oes t,e p%tient or *%1ily 
;%nt to /no;�

�  �  *�%pport+
G Allo; e1otion

G �1p%t,i>e

G �**er % pl%n

�o99unic-@ion �<<ro-c4es 
2or Serious Illness Discussions

G artners�ip �n�ance�ent ro�ra� ���
I �Es@ic �i.rosis �oun0-@ion -n0 @4e �c-0e9E o2 �o99unic-@ion 

in �e-l@4c-re 

I ���s<eci2ic co99unic-@ion 3ui0e 

I �or 9ore in2or9-@ion -.ou@ %�% @r-inin3� con@-c@ %�%�c22�or3

G �erio%s 
��ness �on&ersation 	%i�e
I �ri-0ne !-.s 
I 4@@<s���CCC�-ri-0nel-.s�or3�-re-s�o2�Cor7�serious�illness�c-re

G �ita� �a�� 
I 4@@<s���CCC�Bi@-l@-l7�or3

G )4e ��� �o�e�

�-se Discussion� 
Serious Illness Discussions

G �-se 

I ��Ee-r�ol0 9-n Ci@4 -0B-nce0 �� lun3 0ise-se 
C-s recen@lE re2erre0 2or lun3 @r-ns<l-n@ 
eB-lu-@ion

I %-lli-@iBe c-re nee0s -ssess9en@ @ri33ere0 .E 
r-<i0 0ecline in ��+
 � lun3 @r-ns<l-n@ re2err-l

I Screenin3 su33es@s @4e nee0 2or 0iscussions @o 
cl-ri2E @4e c-re <l-n 

)4e �P�S Mo�el
�  �  *�pener+

G  ettin+ t,e st%+e

G �eutr%l openin+ st%te1ent

G M%in o&.e'ti:e, in +ener%l 
ter1s

  �  *er�ission+

G �s it �K to pro'ee(

G  ,oul( ot,ers &e present *or t,is 
(is'ussion�

�  �  *�n�erstan�in�+
G $,%t (oes t,e p%tient or *%1ily /no;�

G �%n 1ore in*or1%tion &e eli'ite(� 

G $,%t in*or1%tion s,oul( &e pro:i(e(�

G $,%t 1ore (oes t,e p%tient or *%1ily 
;%nt to /no;�

�  �  *�%pport+
G Allo; e1otion

G �1p%t,i>e

G �**er % pl%n

�onsi0er usin3 @4e @%s/�tell�%s/A 
@ec4ni=ue� 

� 3iBe in2or9-@ion in s4or@ sen@ences -n0 

Ci@4ou@ 9e0ic-l 6-r3on� 
�� re<e-@e0lE s@o< -n0 -s7 i2 @4e in0iBi0u-l 

un0ers@-n0s or 4-s =ues@ions� -n0 
�� <erio0ic-llE -s7 @4e in0iBi0u-l @o re<e-@ - 

7eE <oin@ -n0 correc@ -nE 
9isun0ers@-n0in3�  

�onsi0er usin3 @,ope�;orry st%te1entsA 
or @,ope *or t,e &est�prep%re *or t,e 
;orstA s@-@e9en@s

)4e �P�S Mo�el
G Serious illness 0iscussions -re i@er-@iBe -n0 9-E 2ocus 

on -n -rr-E o2 issues

G %re<-re 2or e-c4 0iscussion .E 0eci0in3 on @4e 
o.6ec@iBes @o .e <ursue0

G �ll 0iscussions 9-E .e s@ruc@ure0 Ci@4 7eE ele9en@s 
su99-riFe0 .E @4e 9ne9onic ���

O  =  “Opener”
P  =   “Permission”

U =   “Understanding”

S =    “Support”

�� %-lli-@iBe �-re #ee0s �ssess9en@
Inclu0es #on�SE9<@o9 Do9-ins
!,e �nte+r%te( P%lli%ti:e �%re �ut'o1e  '%le ��P� � s'reens 
 piritu%l, �o11uni'%tion � Pr%'ti'%l Pro&le1s 

"ur@-34 ��� e@ -l� Pall Me�� �	
� Se<�������
	�����

Over	the	past	week,	have	you: Always Most	of	
the	time

Some-
times

Occa-
sionally

Not	
at	all

Felt	at	peace? 0 1 2 3 4
Been	able	to	share	how	you	are	feeling	
with	your	family	or	friends	as	much	as	
you	wanted?

0 1 2 3 4

Had	as	much	information	as	you	
wanted?

0 1 2 3 4

Over	the	past	week: Addressed/	
no	problems Mostly Partly Hardly Not	

addressed
Have	any	practical	problems	
resulting	from	your	illness	
been	addressed	(such	as	
financial	or	personal)?

0 1 2 43



ImprovingLifewithCF.org   |   56© Copyright 2021 Improving Life with CF

TRAIN-THE-TRAINER MANUAL FOR SITE EDUCATORS

�-se Discussion� 
Serious Illness Discussions

G Is @4e screenin3 resul@ Cor@4E o2 2olloC�u<�

I I2 so� C4en�

I I2 so� C4-@ is @4e neD@ s@e<�

�� %-lli-@iBe �-re #ee0s �ssess9en@ 
Inclu0es #on�SE9<@o9 Do9-ins
G In -00i@ion @o @4e I%$S 2or @4e <-@ien@�

I �rie* Assess1ent  '%le *or �%re+i:ers ��A ��
use0 @o screen @4e c-re3iBer

G �ccor0in3 @o @4e ��� %-lli-@iBe �-re 3ui0elines� 
@4ese sc-les c-n .e su<<le9en@e0 .E o<@ion-l 
9e-sures�

I  piritu%l �ee(s Assess1ent *or P%tients 
� �AP� @ool 2or <eo<le Ci@4 �� H
� Ee-rs� or 
c-re3iBers

I P��1� @o -ssess c-re3iBer co9<lic-@e0 3rie2

�-se Discussion� 
Serious Illness Discussions
G )4e �� clinici-n -s7s @4e <-@ien@ @o co9<le@e @4e 

 piritu%l �ee(s Assess1ent *or P%tients � �AP�
I �ssesses � <sEc4osoci-l nee0s� Ci@4 - 2ocus on co<in3 

-n0 co99unic-@ion

I �ssesses 
� s<iri@u-l nee0s
G �in0in3 9e-nin3� 2in0in3 4o<e� <r-Eer�9e0i@-@ion� 

oBerco9in3 2e-rs� co<in3 Ci@4 su22erin3� 2or3iBeness� 
rel-@ions4i<s Ci@4 2-9ilE� 2rien0s� �o0

I �ssesses � reli3ious nee0s
G +isi@s 2ro9 cler3E or 9e9.ers or 2-i@4 co99uni@E� ri@u-ls� 

s<iri@u-l @eD@s

�-se Discussion� 
Serious Illness Discussions

G #eD@ s@e<s re=uire -n -ssess9en@

I ,4-@ Coul0 CorrE @4e �� clinici-n�

I ,4-@ o@4er in2or9-@ion Coul0 .e B-lu-.le�

I%$S 'es<onses

"ur@-34 ��� e@ -l� Pall Me�� �	
� Se<�������
	�����

Over	the	past	week,	have	you: Always Most	of	
the	time

Some-
times

Occa-
sionally

Not	
at	all

Felt	at	peace? 0 1 2 3 4
Been	able	to	share	how	you	are	feeling	
with	your	family	or	friends	as	much	as	
you	wanted?

0 1 2 3 4

Had	as	much	information	as	you	
wanted?

0 1 2 3 4

Had	as	much	information	as	you	wanted? 0 1 2 3 4Over	the	past	week: Addressed/	
no	problems Mostly Partly Hardly Not	

addressed
Have	any	practical	problems	
resulting	from	your	illness	
been	addressed	(such	as	
financial	or	personal)?

0 1 2 3 4

What	ha e	been	your	main	problems	or	concerns	o er	the	past	week?
II  cchhaannggeedd  mmyy  mmiinndd  aabboouutt  ttrraannssppllaanntt..  

�-se Discussion� 
Serious Illness Discussions

G �-se0 on @4e recor0 reBieC� conBers-@ion Ci@4 
9e9.ers o2 @4e �� @e-9 -n0 @4e S#�%� @4e 
-ssess9en@ reBe-ls

I �e 9-E 2eel -lone� 4e 4-s no@ 0iscusse0 4is con0i@ion 
Ci@4 4is <-r@ner -n0 is es@r-n3e0 2ro9 4is 2-9ilE 

I �e 4-s @ol0 - @e-9 9e9.er @4-@ @4e <ossi.ili@E o2 lun3 
@r-ns<l-n@ 4-s .een Ks<run3L on 4i9 -n0 4e eD<resse0 
- l-c7 o2 cl-ri@E -.ou@ C4-@ 9i34@ 4-<<en i2 4e 0eclines 
@4is



ImprovingLifewithCF.org   |   57© Copyright 2021 Improving Life with CF

TRAIN-THE-TRAINER MANUAL FOR SITE EDUCATORS

�-se Discussion� 
Serious Illness Discussions

G #eD@ s@e<s

I ,4-@ s4oul0 @4e clinici-n consi0er in <l-nnin3 @4e 
-<<ro-c4 @o @4e serious illness 0iscussions @4-@ 9i34@ 
.ene2i@ @4e <-@ien@ -@ @4is @i9e�

�-se Discussion� 
Serious Illness Discussions
G �-se0 on @4e recor0 reBieC� conBers-@ion Ci@4 

9e9.ers o2 @4e �� @e-9 -n0 @4e S#�%� @4e 
-ssess9en@ reBe-ls

I )4e S#�% i0en@i2ies concerns -.ou@ KS4-rin3 Eour 
@4ou34@s -n0 2eelin3s Ci@4 <eo<le close @o EouL -n0 
K�in0in3 9e-nin3 in Eour eD<erience o2 illnessL 

I �is recor0 reBe-ls no -0B-nce 0irec@iBes� no 
0ocu9en@-@ion o2 ��% 0iscussions� -n0 no 
0ocu9en@e0 <rior 0iscussions -.ou@ 4is <re2erences 
2or c-re� 4is leBel o2 <ro3nos@ic un0ers@-n0in3� or -nE 
concerns or 2e-rs 4e 4-s eD<resse0 -.ou@ 4is illness

�-se Discussion� 
Serious Illness Discussions

G #eD@ s@e<s

I �-Bin3 consi0ere0 @4e o.6ec@iBes o2 @4e ini@i-l 
0iscussion� C4-@ s4oul0 @4e clinici-n c4oose -s @4e 
-re- or -re-s o2 2ocus�

Serious Illness Discussions�
 eE �once<@ in @4e �%�
�ener%l o&.e'ti:es 
)o -c=uire in2or9-@ion -.ou@�

I +-lues -n0 <re2erences
G MDecision-l con@rol 

<re2erencesN
G Desire 2or in2or9-@ion
G +ieC o2 M@r-0e�o22sN
G +ieCs -.ou@ @re-@9en@s

I %ro3nos@ic -C-reness
I I99e0i-@e -n0 

lon3s@-n0in3 li2e 3o-ls 
I �e-rs -n0 concerns

 pe'i*i' o&.e'ti:es
�0B-nce c-re <l-nnin3
)o eDc4-n3e in2or9-@ion -.ou@�

I )re-@9en@ 0ecisions
G ��)' 9o0ul-@ors�       

lun3 @r-ns<l-n@-@ion� 
4os<i@-liF-@ions� I�* 
s@-Es� res<ir-@orE 
su<<or@� -r@i2ici-l nu@ri@ion

I �os<ice

�-se Discussion� 
Serious Illness Discussions
G )4e -ssess9en@ su33es@s @4-@ @4e p%tientCs (e'ision to (e'line 

tr%nspl%nt� eD<resse0 on @4e I%$S screenin3, 1%y re*le't % 
l%'/ o* /no;le(+e, 'on'erns %n( *e%rs, %n( % per'ei:e( l%'/ 
o* so'i%l support

G $ne or 9ore 0iscussions -re C-rr-n@e0 @o .e@@er un0ers@-n0 @4e 
p%tientCs t,in/in+ %&out tr%nspl%nt� 4is un(erst%n(in+ o* ,is 
illness %n( pro+nosis� -n0 4is oBer-rc4in3 pre*eren'es *or 
'%re 

G Discussions -lso -re nee0e0 @o 0ocu9en@ 4is pre*eren'es *or 
*uture '%re -n0 pro:i(e %n %(:%n'e (ire'ti:e @4-@ Cill incre-se 
@4e li7eli4oo0 @4-@ 2u@ure c-re Cill .e concor0-n@ Ci@4 @4ese 
<re2erences

�-se Discussion� 
Serious Illness Discussions

G )4e �� clinici-n 0eci0es @o @ell @4e <-@ien@ @4-@ ��� Bisi@s 
-re nee0e0 @o cl-ri2E @4e @re-@9en@ <l-n -@ @4is @i9e

G )4e clinici-n in@en0s @o collec@ so9e in2or9-@ion -.ou@ 
(e'ision%l 'ontrol pre*eren'es� (esire *or in*or1%tion� 
-n0 pro+nosti' %;%reness� -n0 -s7 @4e <-@ien@ -.ou@ 
+o%ls� 'on'erns %n( *e%rs 0urin3 @4e 2irs@ 0iscussion

G S4e in@en0s @o re�Bisi@ @4e 0ecision -.ou@ @4e @r-ns<l-n@ 
-n0 0iscuss ��% 0urin3 @4e secon0 Bisi@



ImprovingLifewithCF.org   |   58© Copyright 2021 Improving Life with CF

TRAIN-THE-TRAINER MANUAL FOR SITE EDUCATORS

�-se Discussion� 
Serious Illness Discussions
G )4e �� clinici-n in0ic-@e0 - 0esire @o @-l7 9ore -.ou@ @4is -@ @4e 

neD@ session @4en @urne0 @4e conBers-@ion @o o@4er -re-s�

I �ecisiona� contro�� �e <re2ers @o 9-7e oCn 0ecisions
I �esire for infor�ation� �e is - K0e@-ilL <erson -n0 

res<on0s @o un7noCns Ci@4 CorrE
I ro�nostic a'areness� ,4en -s7e0 -.ou@ 4is 

un0ers@-n0in3 o2 4is illness� 4e 9-0e -n in-ccur-@e 
s@-@e9en@ -.ou@ @4e li7eli4oo0 @4-@ 4is lun3 0ise-se Coul0 
.e s@-.le �� -s lon3 -s 4e -Boi0e0 in2ec@ions� �e eD<resse0 
@4-@ 4e Coul0 B-lue 9ore in2or9-@ion

I �oncerns an� fears�  �e is BerE 2e-r2ul o2 .ein3 0e<en0en@ 
on 4is <-r@ner� �e -09i@s @4-@ concern -.ou@ 4is <-r@nerNs 
res<onse @o 4is Corsenin3 illness is one re-son 4e 0i0 no@ 
0iscuss @4e @r-ns<l-n@ sur3erE Ci@4 4i9

)4e �P�S Mo�el
�  �  *�pener+

G  ettin+ t,e st%+e

G �eutr%l openin+ st%te1ent

G M%in o&.e'ti:e, in +ener%l 
ter1s

  �  *er�ission+

G �s it �K to pro'ee(

G  ,oul( ot,ers &e present *or t,is 
(is'ussion�

�  �  *�n�erstan�in�+
G $,%t (oes t,e p%tient or *%1ily /no;�

G �%n 1ore in*or1%tion &e eli'ite(� 

G $,%t in*or1%tion s,oul( &e pro:i(e(�

G $,%t 1ore (oes t,e p%tient or *%1ily 
;%nt to /no;�

�  �  *�%pport+
G Allo; e1otion

G �1p%t,i>e

G �**er % pl%n

�onsi0er usin3 @4e @%s/�tell�%s/A 
@ec4ni=ue� 

� 3iBe in2or9-@ion in s4or@ sen@ences -n0 

Ci@4ou@ 9e0ic-l 6-r3on� 
�� re<e-@e0lE s@o< -n0 -s7 i2 @4e in0iBi0u-l 

un0ers@-n0s or 4-s =ues@ions� -n0 
�� <erio0ic-llE -s7 @4e in0iBi0u-l @o re<e-@ - 

7eE <oin@ -n0 correc@ -nE 
9isun0ers@-n0in3�  

�onsi0er usin3 @,ope�;orry st%te1entsA 
or @,ope *or t,e &est�prep%re *or t,e 
;orstA s@-@e9en@s

)4e �P�S Mo�el
�  �  *�pener+

G  ettin+ t,e st%+e

G �eutr%l openin+ st%te1ent

G M%in o&.e'ti:e, in +ener%l 
ter1s

  �  *er�ission+

G �s it �K to pro'ee(

G  ,oul( ot,ers &e present *or t,is 
(is'ussion�

�  �  *�n�erstan�in�+
G $,%t (oes t,e p%tient or *%1ily /no;�

G �%n 1ore in*or1%tion &e eli'ite(� 

G $,%t in*or1%tion s,oul( &e pro:i(e(�

G $,%t 1ore (oes t,e p%tient or *%1ily 
;%nt to /no;�

�  �  *�%pport+
G Allo; e1otion

G �1p%t,i>e

G �**er % pl%n

�onsi0er usin3 @4e @%s/�tell�%s/A 
@ec4ni=ue� 

� 3iBe in2or9-@ion in s4or@ sen@ences -n0 

Ci@4ou@ 9e0ic-l 6-r3on� 
�� re<e-@e0lE s@o< -n0 -s7 i2 @4e in0iBi0u-l 

un0ers@-n0s or 4-s =ues@ions� -n0 
�� <erio0ic-llE -s7 @4e in0iBi0u-l @o re<e-@ - 

7eE <oin@ -n0 correc@ -nE 
9isun0ers@-n0in3�  

�onsi0er usin3 @,ope�;orry st%te1entsA 
or @,ope *or t,e &est�prep%re *or t,e 
;orstA s@-@e9en@s

�-se Discussion� 
Serious Illness Discussions

G #eD@ s@e<s

I )4e �� clinici-n 0eci0es @o 4ol0 o22 on 2ur@4er 
in@erBen@ions un@il @4e <-@ien@ re@urns 2or -no@4er Bisi@ 
2ocuse0 on cl-ri2Ein3 3o-ls -n0 <re2erences

I S4e in@en0s -@ @4is Bisi@ @o 2ocus on @4e lun3 @r-ns<l-n@ 
-n0 ��%

�-se Discussion� 
Serious Illness Discussions

G )4e <-@ien@ .rou34@ u< @4e 0ecision -.ou@ lun3 
@r-ns<l-n@-@ion -@ @4e s@-r@ o2 @4e Bisi@

G )4e �� clinici-n 0e@er9ine0 @4-@ @4e 0ecision C-s 
2r-u34@J4e C-n@e0 @o <le-se @4e �� @e-9� 0i0 no@ 
2ullE un0ers@-n0 @4e r-@ion-le or <ro3nosis� -n0 2e-re0 
@-l7in3 @o 4is <-r@ner -.ou@ @4e <roce0ure

�-se Discussion� 
Serious Illness Discussions

G )4e <-@ien@ s@-@es @4-@ 4e C-n@s 4is <-r@ner @o .e 4is 
-3en@

I )4e �� clinici-n res<on0s @4-@ @4e <-r@ner nee0s @o 
7noC @4is� -n0 i0e-llE� -lso s4oul0 un0ers@-n0 @4e 
<-@ien@Ns <re2erences -.ou@ 2u@ure @re-@9en@s

I S4e o22ers @o 9ee@ Ci@4 @4e9 @o3e@4er .e2ore @4e 
<-@ien@ si3ns @4e 4e-l@4 c-re <roDE� -n0 4e -3rees



ImprovingLifewithCF.org   |   59© Copyright 2021 Improving Life with CF

TRAIN-THE-TRAINER MANUAL FOR SITE EDUCATORS

�-se Discussion� 
Serious Illness Discussions

G $,%t i*Cs?

I ,4-@ i2 @4e <-@ien@ Cere - 
��Ee-r�ol0 3irl�

I ,4-@ i2 @4e <-@ien@ 0ecline0 in2or9-@ion -.ou@ 4is 
illness� 4is <ro3nosis� -n0 4is @re-@9en@ o<@ions�

I ,4-@ i2 @4e <-@ien@ .ec-9e BerE 0is@resse0 0urin3 
@4e 2irs@ 0iscussion� Cee<in3 -n0 cri@iciFin3 @4e �� 
@e-9 2or <ressurin3 4i9 @o 3e@ @4e @r-ns<l-n@� 

�-se Discussion� 
Serious Illness Discussions
G )4e 0iscussion -.ou@ @4e lun3 @r-ns<l-n@ -00resses 

@4e n-@ure o2 @4e <roce0ure� @4e usu-l <os@o<er-@iBe 
course� -n0 @4e i9<-c@ on <ro3nosis -n0 =u-li@E o2 li2e 
o2 - success2ul @r-ns<l-n@

G )4e <-@ien@ -s7s -.ou@ 4is li2e eD<ec@-ncE i2 4e 
0eclines @4e @r-ns<l-n@ -n0 @4e �� clinici-n 0escri.es 
@4e course o2 -0B-nce0 lun3 0ise-se in @er9s o2 
<ro3ressiBe c-re nee0s -n0 - <ro3nosis o2 K<er4-<s - 
2eC Ee-rsL

I )4e <-@ien@ s@-@es @4-@ 4e Coul0 li7e @o 0iscuss @4e 
<roce0ure Ci@4 4is <-r@ner .e2ore -3reein3

�-se Discussion� 
Serious Illness Discussions

G #eD@ s@e<s

I )4e �� clinici-n se@s u< - 0-@e @o 9ee@ Ci@4 @4e 
<-@ien@ -n0 4is <-r@ner

I S4e Cill 0iscuss @4is c-se Ci@4 @4e lun3 @r-ns<l-n@ 
@e-9 @o 0e@er9ine neD@ s@e<s i2 @4e <-@ien@ noC 
-3rees

I S4e o22ers @4e <-@ien@ - re2err-l 2or on3oin3 
<sEc4o@4er-<E� -n0 @4e <-@ien@ -3rees


	ILwCF_Train-the-Trainer_Manual_4.27.21 without BPGs.pdf
	_Hlk62807508
	_Hlk67558348
	_Hlk67557542
	_Hlk67557408
	_Hlk67484698
	_Hlk67484865
	_Hlk28071339
	_Hlk28071516
	_Hlk28076953
	_Hlk28074572
	_Hlk28071152
	_Hlk67557542
	_Hlk67557408
	_Hlk67557408
	_Hlk54213029
	_Hlk54213535
	_Hlk54214845
	_Hlk64203031
	_Hlk67242055
	_Hlk64204185
	_Hlk54213029
	_Hlk69309537
	_Hlk69309568

	2021 Best Practices Innards_all_pg61_page#.pdf

