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MJHS Institute for Innovation in Palliative Care

Massachusetts General Hospital 

)elc86e =8 =1e �8urse�
• Improving Life with CF is pleased to present this virtual  

Train�the�Trainer course for Site �ducators�

�8urse G8*ls�
• �escri+e * s=r*=egB =1*= c*n 1elp &i=e �duc*=8rs =8 

=r*in =1eir c*re =e*6s in p*lli*=i?e c*re in=er?en=i8ns 
8n�si=e� *nd 

• Prep*re &i=e �duc*=8rs =8 eng*ge =1eir c*re =e*6s in 
8n�si=e educ*=i8n +B using =1e supp8r= 6*=eri*ls 
cre*=ed =1r8ug1 =1is pr83ec= 

�in*nci*l �iscl8sures
• �nna $� Georgiopoulos, $� has indicated the following 

relationships related to this presentation�
L Consultant� �erte) Phar�aceuticals
L Presentation inclu�es off la�el use of �e�ications 

• #ara �hingra, 'h� and )ussell "� 'ortenoy, $� have indicated no 
relationships related to this presentation�

'8d*BFs �8urse
The course will include�
• Several case�based presentations by faculty 
• ( � � session at the end of the program 

L �larifying ?uestions for individual presentations can be placed in 
the chat boF within the meeting platform

L Site �ducators are encouraged to ask ?uestions about the case�
based teaching approach reviewed today� we plan to have 
opportunities to discuss clinical management in future programs

• This course will be recorded and available for on�demand 
viewing by Site �ducators� i�provin�life(ithcf�or� 
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Guiding Principles 
• There is no “one way” to educate…

• Some strategies may fit your style, others may not…

• Take what is useful, build on your team’s specific 
strengths…

• Goal is not to change your overall approach to patient 
care…

"+3ec=i?es
• )eview the �efinition of 'alliative �are in �ystic �ibrosis 

���� �are

• )eview the �� �oundation 'alliative �are Guidelines

• �escribe the I�provin� ife (ith C�  ntervention and 
Site�Specific  mplementation 'lans 

• )eview the Site �ducator )ole in  mplementation 

 mproving #ife with ��
$odel and  mplementation
�*r* �1ingr*� P1�

�pril � ��

MJHS Institute for Innovation in Palliative Care

)1*= is  B %8le *s &i=e �duc*=8r�
• Site �ducators will be responsible for conducting on�site 

training of care teams at each participating �� �enter�

 key components�
�� �evelop a site�specific training plan 
�� �onduct siF ��L�
�minute case�based learning 

sessions with care teams by using the slide�sets, at 
least once a month

� �sk care teams to read the �est 'ractice Treatment 
Guides and watch the webinars that accompany each 
slide�set as part of the training program 

�e/ini=i8n 8/ P*lli*=i?e �*re in ��
• � clinical approach focused on enhancing ?uality of life by 

managing the illness burden eFperienced by patients with serious 
chronic illness, and their families, from the time of diagnosis 
forward

�ellon et al�, J C*st �i�ros�� �
���

• &ccurs alongside usual treatments and is 
individualiHed according to the patient’s  
and family�s uni?ue sources of distress and 
illness burden, and personal values and 
preferences
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P*lli*=i?e 
�*re !eeds 
�ssess6en= 
�lg8ri=16

"avalieratos et al�,             
J Palliat Me��, �
��� 

�onduct needs assessment

� =8 �dul=
�P"&

�1ildren (nder �
(se �P"& i=e6s =8 /*cili=*=e * c8n?ers*=i8n

�*regi?ers
��&�

)eview responses together as part of clinical assessment

)8uld � 8r 68re 
8p=i8n*l 6e*sures +e 

use/ul =8 cl*ri/B 
c8ncerns�

%o

� =8 �dul=

$u*li=B 8/ �i/e�
��$�%

PsBc18l8gic*l�
P�$��� G����

&piri=u*l� &!�P

�1ildren ����

$u*li=B 8/ �i/e�
��$�%

�*regi?ers

PsBc18l8gic*l� 
P�$��� G����
�ere*?e6en=�

PG���

&ptional 
measures 
declined

)ere un6e= 
needs iden=i/ied  

=1*= re:uire 
in=er?en=i8n�

.es %o

 ntervention � 'atient
• �are team co�develops plan to 

address unmet palliative care 
needs through care coordination, 
treatment and referral

 ntervention � �aregiver�
• �ngage in conversation targeting 

concerns
• &ffer referral for psychological or 

supportive services

.es

)1*= is Improving Life with CF�
� new approach for primary palliative care in � diverse �enters 
that incorporates pr8cesses and educ*=i8n
supp8r= to help �� 
care teams�

�� �onduct �nnual and “Triggered” Screenings of 'atients and 
�aregivers L followed by appropriate triage based on prompt 
assessment 

�� �ccess �est 'ractice Guides L for managing high�fre?uency 
problems

� �ccess 'rovider �ducation L supported by a Train�the Trainer 
approach and accredited webinars  

�� �onduct (uality  mprovement  nitiatives  
�� �ccess 'atient and �aregiver �ducational $aterials 

�� P*lli*=i?e �*re Guidelines
• )ecommended that �� �enters provide primary palliative care 

concurrently with ongoing �� care across the illness course�

• �� c*re =e*6 6e6+ers s18uld recei?e discipline�speci/ic 
=r*ining in pri6*rB p*lli*=i?e c*re s4ills�  

&=udB �esign

Baseline 
Research 

Assessment

Pilot 
Implementation 

(Run-in)

Process 
Data

Interim 
Assessment 1

Process 
Data

Process 
Data

Process 
Data

Process 
Data

Process 
Data

Outcome 
Research 

Assessment

Modify 
Intervention

Interim 
Assessment 2

�� P*lli*=i?e �*re Guidelines 
•  n �
��, the �� �oundation convened a ��member 

multidisciplinary �ommittee on 'alliative �are

• �stablished the first palliative care guidelines for ��

�� P*lli*=i?e �*re Guidelines
• )ecommended that �� �enters assess indi?idu*ls @i=1 �� 8/ *ll 

*ges, along with their c*regi?ers, for unmet palliative care needs, 
*nnu*llB, *nd */=er D=riggersE such as hospitaliHation or other 
ma8or events 

• The goal is to identify high fre?uency problems, such as symptom 
distress and the need for advance care planning ���'�
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Pedi*=ric �866unic*=i8n Guide /8r �P"&

“�ssessin� for �istressin� 
S*�pto�s �n� 
alliative        
Care �ee�s throu�h                       
�ar�ete� Co��unication”
����
��CF�
$iddour�&Fler et al�

L  age categories�
• 
� years� ��� years, and ���� 

years 

P �� items

D���P' ��E

&creening�*nd�'ri*ge  e*sures

The �� �oundation recommends � re?uired measures and several 
optional measures for patients and caregivers�

P*=ien=s �*ges �� Be*rs� P*=ien=s �*ges �� Be*rs� �*regi?ers 
%e:uired  e*sures 
P  ntegrated 'alliative   

&utcomes Scale � '&S�        
to guide communication 

P  '&S P �rief �ssessment    
Scale for �aregivers

"p=i8n*l  e*sures
P �ystic �ibrosis 

(uestionnaire�)evised 
���(�)� 
any age�appropriate    
subscales

P ��(�), any subscales
P 'atient �ealth 

(uestionnare�� 
P GeneraliHed �nFiety     

�isorder�� item Scale 
P Spiritual %eeds 

�ssessment for 'atients  

P 'atient �ealth 
(uestionnare�� 

P GeneraliHed �nFiety   
�isorder�� item 
Scale 

P 'rolonged Grief 
(uestionnaire 

�Bs=ic �i+r8sis $ues=i8nn*ire�%e?ised

• �ssesses �� ?uality of life domains
• $ultiple age categories� 
�� years� ���� years� �� and � years, �� 

years and older
• 'hysical functioning subscale is predictive of disease�related 

mortality 

P*=ien= �e*l=1 $ues=i8nn*ire��                                 
P�$��
Gener*liCed �nAie=B �is8rder�� i=e6 &c*le                   
G����
• �ssess depression and anFiety, respectively 

��$�%

$odi et al�, J Pe�iatr Ps*chol�� �

� Sole et al�, JH�� �
���

�rie/ �ssess6en= &c*le /8r �*regi?ers 

Gla8chen et al�, J Pain S*�pto� Mana�e�� �

��

L ���item measure of 
caregiver burden� 
• %egative impact �wellbeing, 

employment, finances, health 
care, relationships� 

• 'ositive impact �relative to 
patient, others or caregiver�

L )esponse range from�
• “�” �%ot at all	�gree a lot� to 

“�” �� lot	�isagree a lot�

��&�

�n=egr*=ed P*lli*=i?e �*re "u=c86e &c*le

'alliative �are &utcome Scale� �vailable at� pos�pal�org�  

L ���item self�report measure that
evaluates unmet needs for 
palliative interventions� 
• Symptom burden 
• Spiritual wellbeing
• 'ractical problems
• %eed for information

P �oncerns are rated in the
past week

L )esponse range from�
• “
” �%ot at all� to “�” 

�&verwhelmingly	�lways��                    
“
” �%o 'roblems� to “�” 
�'roblems %ot �ddressed�

�P"&

&piri=u*l !eeds �ssess6en= /8r P*=ien=s
&!�P
• �ssesses desire for help with specific unmet 

psychosocial, spiritual	eFistential, and religious needs

Pr8l8nged Grie/ $ues=i8nn*ire
PG���
• $easure for caregivers following death of a loved one 
• �as predictive validity for clinical criteria of persistent 

compleF bereavement disorder

Sharma et al�, J Pain S*�pto� Mana�e�� �
��� Tsai et al�, Ps*chooncolo�*� �
��� 
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&i=e�&peci/ic �6ple6en=*=i8n Pl*ns
• &=8nB �r884 �e*l=1

L 'atient completes )���apJ survey during annual visit
L S- communicates positive  '&S screening results to $�, $� 

reviews results with the patient during visit
L Team reviews patients who had negative  '&S screening results 

at weekly meeting before the annual visit 
L S-	other clinicians document and track outcomes

�e?el8p * &i=e�&peci/ic 'r*ining Pl*n
�*c=8rs =8 c8nsider�
• �re?uency, location, and format for case�based learning  sessions�  

-ho will participate�
L -ill pediatric and adult �� programs be trained together, or separately�

• -hen to ask team members to access the webinars and �est 
'ractice Treatment Guide� 

L 'rior to, or after the session� &r schedule a separate time to view the 
webinars together�

• �ow to inform teams about available resources on the pro8ect portal� 
improvinglifewithcf�org� ��g�, patient education handouts, �iscussion 
�oard�  

)1*= is  B %8le *s &i=e �duc*=8r�
 key components�
�� �evelop a site�specific training plan 
�� �ngage care teams in case�based education using the 

slide�sets
� �ncourage care teams to access the �est 'ractice 

Treatment Guides and webinars, and provide 
education handouts to patients 

)1*= is  B %8le *s &i=e �duc*=8r�
 key components�
�� �evelop a site�specific training plan 
�� �ngage care teams in case�based education using the 

slide�sets
� �ncourage care teams to access the �est 'ractice 

Treatment Guides and webinars, and provide 
education handouts to patients 

&i=e�&peci/ic �6ple6en=*=i8n Pl*ns
•  G��

L 'atients complete )���apJ survey ��� hours prior to visit 
L S- and pulmonologist review  '&S results, and then review 

together with the patient during virtual visit 
L 'atients receive additional G  distress items 
L �ollow�up interventions tracked 

• �68rB�
L 'atients receive screening packet during annual visit
L S- reviews  '&S results with the patient before the $�	%' 

visit, and communicates results to $�	%' 
L S- documents outcomes

&i=e�&peci/ic �6ple6en=*=i8n Pl*ns

•  &���
L 'atients receive )���apJ survey � weeks prior to visit
L S- reviews  '&S results, conducts telephonic outreach to patients 

for triage evaluation in ����� hours, communicates results to $�
L 'roviders review results at weekly meeting prior to patient visit
L S- documents outcomes

• !8r=1@ell �e*l=1�
L '� sends )���ap surveyJ a week before scheduled visit
L '�	$� communicates  '&S results to team for review
L $�	other team members review  '&S results with patients during 

visit
L '� documents and tracks outcomes
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)1*= is  B %8le *s &i=e �duc*=8r�
• �elp educate multidisciplinary team members in best 

practices for primary palliative care using pr83ec= 
res8urces /8r pr*c=ice supp8r=
educ*=i8n�

�	 �es= Pr*c=ice 're*=6en= Guides�
improvinglifewithcf�org	trial�support	best�practice�treatment�
guides	

	 � �
�� )e+in*rs�
improvinglifewithcf�org	provider�education�page	cme�ce�
webinars	

�	 �ccess the Site ��ucator �rainin� Manual and pro8ect portal 
�e�g�, �iscussion �oard� as resources, and attend Site
��ucator Support Meetin�s to be scheduled� 

' ’s can help be a sounding board	trouble�shoot challenges�

)1*= is  B %8le *s &i=e �duc*=8r�
• � slide�sets for Site �ducators to engage their care 

teams in case�based learning�

$odule � L  mproving #ife with ��� $odel and  mplementation
$odule � L Symptom $anagement� 'ain
$odule  L Symptom $anagement� Gastrointestinal �istress
$odule � L Symptom $anagement� �yspnea
$odule � L Symptom $anagement� �epression and �nFiety
$odule � L Serious  llness �iscussions 

improvinglifewithcf�org	train�the�trainer�manual�page

P*lli*=i?e �*re �es= Pr*c=ice 're*=6en= 
Guides /8r �� �*re 'e*6s

�� 'ain 
�� �eartburn and )efluF
� %ausea and ,omiting
�� �onstipation and �iarrhea
�� �yspnea
�� �epression and �nFiety
�� Serious  llness �onversations

��
� � )e+in*r &eries� Pri6*rB P*lli*=i?e �*re /8r 
=1e �� Pr8/essi8n*l

�� &pioid Therapy for 'ain $anagement
��   �d8uvant �nalgesics for 'ain $anagement
�   'sychosocial 'ain $anagement
��   �ssessment and $anagement of �eartburn, )efluF, %ausea, and ,omiting 
�� �ssessment and $anagement of �bdominal 'ain, �onstipation, and    

�iarrhea
��   �yspnea $anagement
��   'sychopharmacological �pproaches for $anaging �nFiety and �epression 
��   'sychosocial Strategies� 'romoting �motional -ell��eing in �dults with ��
��   'sychosocial Strategies� 'romoting �motional -ell��eing in �hildren and  

�dolescents with �� and their �amilies
�
� Serious  llness �iscussions
��� �are of the �amily �aregiver� $aFimiHing Support -hile $inimiHing �urden

)1*= is  B %8le *s &i=e �duc*=8r�
 key components�
�� �evelop a site�specific training plan 
�� �ngage care teams in case�based education using the 

slide sets
� �ncourage care teams to access the �est 'ractice 

Treatment Guides and webinars, and provide 
education handouts to patients    

P*=ien= �duc*=i8n �*nd8u=s� P*lli*=i?e �*re in ��

�� 'ain
��   �bdominal 'ain, �iarrhea, and �onstipation
�   'oor �ppetite, %ausea, ,omiting, and -eight #oss
��   �yspnea and �ough
�� �atigue
��   Stress �mong �dults with �� and Their #oved &nes 
��   Stress in �amilies of �hildren and �dolescents with ��
��   -hat is 'alliative �are in ���
��   �iscussing �ealth �are �hoices 
�
�   �dvance �irectives 
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�c4n8@ledge6en=s
$!�S  nstitute $G�
Stephanie �i�iglia 'h� %ivedita �haudhary $'�
"aren )ichards 'h� Sophie 'ollinger
-ini Schein $argot �ardcastle

Site #eads	Site �ducators	�dvisory �oard $embers
)ob �bdullah $�  sabel %euringer $�
$aria �erdella $� $artha $arkovitH #�S-
Shaina �lair #�S- �my 'lachta $S-
�hristine �sposito '� �randi $iddour�&Fler �%'
�ran �ischer Stephanie )ued #�S-
Shannon �racchia $� $elissa Shiffman
�eborah �riedman 'h� �manda Schnettler #$S-
�enis �ad8iliadis $� Teresa Stables��arney %'
"atherine �enthorne #�S- !anice -ang $�
�athy "ier $� 'at -alker $�
)achel #innemann $� #ael .onker $�

Supported by� �� �oundation �G�&)G ��(�
�
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