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y
G

roup Participants 
{

8 PPA
 Patients  

{
8 C

are Partners 
 

y
Staff M

em
bers 

{
2 SLPs, 3 SLP G

raduate Students  
{

2 M
usic Therapists  

{
1 C

om
m

unity R
esource Specialist  

{
1 N

eurologist 
 

y
Tim

eline 
{

R
ound I: 8 w

eekly sessions, 90 m
inutes each 

{
R

ound II: 4 m
onthly sessions, 120 m

inutes each 
 

 

Pilot Program
 for Therapy &

 Support: 



M
ethod 

y
Pre Post Surveys 

 y
C

aregivers and Patients surveyed separately  
 y

C
aregiver Q

uestionnaire  
{

Zarit C
aregiver B

urden Interview
 

{
C

om
m

unication E
ffectiveness Index –

 M
odified (C

E
TI-M

) 
 

y
Patient Q

uestionnaire 
{

C
hronic D

isease Self-E
fficacy Scales 

{
C

om
m

unication E
ffectiveness Index –

 M
odified (C

E
TI-M

) 
{

La Trobe C
om

m
unication Q

uestionnaire 
 



A
reas M

easured 

Patients -  
y

C
onfidence 

{
H

obbies and recreation 
{

C
ontribution to fam

ily life 
 

y
Feelings/E

m
otions 

{
Isolation 

{
G

uilt 
{

E
m

barrassm
ent  

 

y
C

om
m

unication 
{

Initiating conversations 
{

U
sing em

pty w
ords 

C
aregivers -  

y
Feelings/E

m
otions 

{
M

otivation 
{

Self care 
{

Stress 
 

y
C

om
m

unication of partner 
{

Partner’s rate of speech 
{

Partner’s conversation 
tracking 

{
Partner’s w

ord finding  
 

 



P
rogram

m
atic G

oal  
Im

prove Functional C
om

m
unication 

●
45 m

inutes per session of tailored speech-language therapy 

o
Focus on acquisition of com

pensatory com
m

unication strategies  

o
O

pportunities for dyad utilization of acquired skills in group 

setting w
ith therapeutic support 

●
A

llow
ing tim

e for patient and caregiver feedback about utilization of 

strategies at hom
e 

 I felt this w
as very helpful and really appreciated the 

kindness and the depth of know
ledge and com

m
itm

ent of 
the professionals. –

 C
are Partner 

 



1 N
ever 2 H

ard
ly E

ver 3 S
om

etim
es 4

 A
 lot of th

e tim
e 5 A

lw
ays  

M
easuring the Im

pact - C
om

m
unication 

I feel like I have developed successful strategies to com
pensate for m

y 
language im

pairm
ent –

 Patient R
esponse 

Positive Feelings 

1 2 3 4 5 

PPA
 G

roup C
hange 

B
efore 

A
fter 



P
rogram

m
atic G

oal:  
Learning about PPA

 and C
urrent R

esearch  

 “D
r. D

ickerson's m
eeting w

ith the group w
as especially inform

ative 
and hopeful, in that he is on the cutting edge of research in aphasia.” 
 

 
 

 
 

 
– C

are Partner 
  

y
90 m

inute session dedicated to a presentation for patients and 

caregivers from
 FTD

 unit director w
ith opportunity for question and 

answ
er 

y
H

andouts provided from
 The A

ssociation for Frontotem
poral 

D
egeneration and local com

m
unity resources for support 



 
P

rogram
m

atic G
oal:  

U
tilizing M

usic Therapy to Enhance Com
m

unication & Connection 

  “I like the m
usic therapy best. W

hen I can't com
e up w

ith 
the w

ord, I sing.” –
 PPA

 Patient 
 

y
45 m

inutes per session dedicated to w
hole group m

usic therapy by 
neurologically trained m

usic therapist  
 y

M
usic therapy sessions targeted the follow

ing: 
{

B
reathing exercises 

{
V

ocal strengthening 
{

U
tilization of M

usical Instrum
ents for R

hythm
 

{
Social &

 E
m

otional C
onnections 



D
o you feel like you can participate in  

social visits and activities? 
–

Patient R
esponse 

Scale: 1 N
ot con

fid
en

t - 10
 C

om
p

letely C
on

fid
en

t 

Confidence 

 M
easuring the Im

pact –
 Social  

1 2 3 4 5 6 7 8 9 

10 

PPA
 G

roup C
hange 

B
efore 

A
fter 

D
o you feel that your social life has suffered 
because you are caring for your relative?  

- C
aregiver R

esponse 
 

0 1 2 3 4 

PPA
 G

roup C
hange 

B
efore 

A
fter 

Negative Feelings 

S
cale: 0

  N
ever 1 R

arely 2 Som
etim

es 3 Q
u

ite F
req

u
en

tly 4 N
early A

lw
ays 



P
rogram

m
atic G

oal:  
Providing E

m
otional Support to C

aregivers 

y
45 m

inute session for caregivers w
ith FTD

 unit com
m

unity resource 
specialist 

 y
U

tilization of elem
ents of Pow

erful Tools for C
aregivers curriculum

 to 
prom

ote caregiver resilience 
 y

H
andouts provided for local supports and com

m
unity resources 

 

  “I feel that the group w
as very helpful to m

e and m
y w

ife. It gave 
m

e an opportunity to see other people in the sam
e situation - 

both to talk to them
 and to find out how

 they are coping.”  
–

 C
are Partner R

esponse 
 



D
o you feel the tim

e spent being a care partner 
causes you to have less tim

e for yourself?  
–

 C
are Partner R

esponse 

D
o you feel your health has suffered because of 

your involvem
ent w

ith your relative?  
- C

are Partner R
esponse 

 

M
easuring the Im

pact- Self C
are 

S
cale: 0

  N
ever 1 R

arely 2 S
om

etim
es 3 Q

u
ite F

req
u

en
tly 4

 N
early A

lw
ays 

Negative Feelings 

0 1 2 3 4 

PPA
 G

roup C
hange 

B
efore 

A
fter 

Negative Feelings 0 1 2 3 4 

PPA
 G

roup C
hange 

B
efore 

A
fter 



P
rogram

m
atic G

oal  
D

ecrease Patient Isolation  

●
Facilitation of patients m

eeting and connecting w
ith one another 

●
C

reating opportunities for social engagem
ent through group based 

speech-language and m
usic therapy 

 “This is a w
onderful group- So glad about the things w

e have done 
together- A

lso the fact that w
e have m

et other PPA
 people &

 the 
other part of their fam

ily. O
f course the group is helping m

e and I 
w

ould like to continue w
ith them

”- Patient R
esponse 

 



D
o you Feel Isolated from

  
Fam

ily and Friends?   
–

 Patient R
esponse 

 

I am
 still m

otivated to com
m

unicate w
ith 

people I encounter in the general public 
- Patient R

esponse 
 

M
easuring the Im

pact - Isolation 

Motivation Increase 

1 N
ever 2 H

ard
ly E

ver 3 S
om

etim
es 4

 A
 lot of th

e tim
e 5 A

lw
ays 

Isolation Increase 

1 2 3 4 5 

PPA
 G

roup C
hange 

B
efore 

A
fter 

1 2 3 4 5 

PPA
 G

roup C
hange 

B
efore 

A
fter 
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L
esson

s L
earn

ed
  



R
easons for N

egative C
hange  

y
PPA

 is a progressive disorder 
{

D
ecline in language areas such as nam

ing, fluency, auditory 
com

prehension 
 

y
A

reas not specifically targeted in PPA
 G

roup 
{

Speech therapy focused on com
pensatory strategies  

 

y
M

ore inform
ation m

ay lead to m
ore aw

areness of PPA
 

and the diagnosis 
{

This m
ay explain increase in social isolation specifically guilt 

  



Lessons Learned - C
om

m
unication Strategies 

1 N
ever 2 S

om
etim

es 3 O
ften

 4
 U

su
ally or A

lw
ays  

C
aregiver R

esponse 

Negative Communication 

1 2 3 4 

B
efore 

A
fter 

C
aregiver R

esponse 
Patient R

esponse 

W
hen talking do you leave 

out details? 
- Patient &

 C
aregiver 

R
esponse 

 

C
aregiver R

esponse 

W
hen talking do you 
speak too slow

ly? 
- Patient &

 C
aregiver 

R
esponse 

W
hen talking do you 

hesitate/pause or repeat? 
- Patient &

 C
aregiver 

R
esponse 

Patient R
esponse 

1 2 3 4 

B
efore 

A
fter 

1 2 3 4 

Patient R
esponse 

B
efore 

A
fter 



Lessons Learned - Social Isolation 
Isolation  

D
o you feel guilty about 

the tim
e and effort your 

care partner spends 
helping you  

–
 Patient R

esponse 
 

 
A

re you afraid for the 
future?  

-C
aregiver R

esponse 
 

D
o you feel isolated from

 
the general public because 

of your language 
im

pairm
ent?  

–
 Patient R

esponse 

Patient R
esponse 

1 2 3 4 5 

B
efore 

A
fter 

Patient R
esponse 

C
aregiver R

esponse 

1 N
ever 2 H

ard
ly E

ver 3 S
om

etim
es 4

 A
 lot of th

e tim
e 5 A

lw
ays  

1 2 3 4 

B
efore 

A
fter 

1 N
ever 2 S
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etim

es 3 O
ften

 4
 U

su
ally or A

lw
ays  

1 2 3 4 5 

B
efore 

A
fter 

1 N
ever 2 H

ard
ly E

ver 3 S
om

etim
es 4

 A
 lot of th

e tim
e 5 A

lw
ays  
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