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is 

w
or

k 
w

as
 g

ui
de

d 
by

 A
rk

se
y 

an
d 

O
’M

al
le

y’
s (

20
05

) f
iv

e-
st

ep
 fr

am
ew

or
k 

fo
r s

co
pi

ng
 re

vi
ew

s, 
an

d 
ad

di
tio

na
l 

re
co

m
m

en
da

tio
ns

 fr
om

 Le
va

c
an

d 
co

lle
ag

ue
s (

20
10

).

Id
en

tif
yi

ng
 

th
e 

re
se

ar
ch

 
qu

es
tio

n

Id
en

tif
yi

ng
 

re
le

va
nt

 
st

ud
ie

s

St
ud

y 
se

le
ct

io
n

Ch
ar

tin
g 

th
e 

da
ta

Co
lla

tin
g 

an
d 

re
po

rt
in

g 
re

su
lts

Se
ar

ch
 te

rm
s r

el
at

ed
 to

 fo
ur

 m
ai

n 
co

nc
ep

ts
: d

e
m

e
n

t
ia

, 
r
u

r
a

li
t
y

,s
u

p
p

o
r
t
, a

nd
 e

d
u

c
a

t
io

n
. T

ea
m

 m
em

be
rs

 a
ct

ed
 a

s 
se

co
nd

ar
y 

in
de

pe
nd

en
t r

ev
ie

w
er

s d
ur

in
g 

st
ud

y 
sc

re
en

in
g,

 a
nd

 
m

et
 b

i-w
ee

kl
y 

to
 d

isc
us

s p
ro

gr
es

s, 
ch

al
le

ng
es

, a
nd

 fi
nd

in
gs

.  

P
R

IS
M

A
 d

ia
g

r
a

m
 o

f 
t
h

e
 s

t
u

d
y

 s
e

le
c
t
io

n
 p

r
o

c
e

s
s

Identification Screening Eligibility Included

Re
co

rd
s i

de
nt

ifi
ed

 th
ro

ug
h 

da
ta

ba
se

s (
M

ED
LI

NE
, E

M
BA

SE
, 

CI
NA

HL
, P

SY
CI

NF
O

) 
(n

=
2

3
8

1
)

Re
co

rd
s a

fte
r d

up
lic

at
es

 re
m

ov
ed

 
(n

=
1

2
6

1
)

Ti
tle

/a
bs

tr
ac

ts
 sc

re
en

ed
(n

=
1

2
6

1
)

Re
co

rd
s e

xc
lu

de
d

(n
=

1
0

8
7

)

Fu
ll 

te
xt

 a
rt

ic
le

s a
ss

es
se

d 
fo

r e
lig

ib
ili

ty
(n

=
1

7
4

)

Fu
ll 

te
xt

 a
rt

ic
le

s e
xc

lu
de

d,
 w

ith
 p

rim
ar

y 
re

as
on

s (
n=

1
0

6
)

•
No

t a
 p

ee
r r

ev
ie

w
ed

 e
m

pi
ric

al
 a

rt
ic

le
 (n

=
4

8
)

•
No

n-
En

gl
ish

 la
ng

ua
ge

 (n
=

6
)

•
De

m
en

tia
 n

ot
 th

e 
fo

cu
s (
n=

3
)

•
Po

pu
la

tio
n,

 a
na

ly
se

s, 
or

 fi
nd

in
gs

 n
ot

 ru
ra

l-
sp

ec
ifi

c 
(n

=
2

2
)

•
Fo

cu
s w

as
 n

ot
 su

pp
or

t o
r e

du
ca

tio
n 

(n
=

1
6

)

•
Se

rv
ic

es
 n

ot
 a

im
ed

 a
t c

om
m

un
ity

 d
w

el
lin

g 
pe

op
le

 w
ith

 d
em

en
tia

 a
nd

 ca
re

gi
ve

rs
 (n

=
4

) 

•
O

th
er

 (d
up

lic
at

e 
n=

2
, s

in
gl

e 
pe

rs
on

 ca
se

 
st

ud
y 
n=

1
, i

na
cc

es
sib

le
 n

=
4

)
St

ud
ie

s i
nc

lu
de

d 
in

 re
vi

ew
(n

=
6

8
)

N
e

e
d

s

Ed
uc

at
io

n 
ab

ou
t a

va
ila

bl
e 

re
so

ur
ce

s w
as

 a
 m

aj
or

 n
ee

d.
 W

he
n 

ne
ed

s w
er

e 
ra

nk
ed

, t
op

 n
ee

ds
 in

cl
ud

ed
 in

fo
rm

at
io

n 
on

 
de

m
en

tia
, t

re
at

m
en

ts
, c

op
in

g 
w

ith
 re

sp
on

siv
e 

be
ha

vi
ou

rs
 o

r 
sy

m
pt

om
s, 

m
ea

ni
ng

fu
l a

ct
iv

iti
es

, r
es

ou
rc

es
, a

nd
 ca

re
gi

vi
ng

 
an

d 
fa

m
ily

 d
yn

am
ic

s. 
N

ee
ds

 d
iff

er
ed

 b
y 

ro
le

 (c
ar

eg
iv

er
 o

r 
re

ci
pi

en
t),

 se
x,

 u
rb

an
 o

r r
ur

al
 re

sid
en

ce
, a

nd
 d

em
en

tia
 st

ag
e.

A
v

a
il

a
b

il
it

y

Li
m

ite
d 

an
d 

in
su

ffi
ci

en
t a

va
ila

bi
lit

y 
of

 e
du

ca
tio

n 
an

d 
su

pp
or

t 
se

rv
ic

es
 w

as
 re

po
rt

ed
, e

sp
ec

ia
lly

 d
ay

 p
ro

gr
am

m
in

g 
an

d 
re

sp
ite

 ca
re

 (i
n-

ho
m

e,
 e

ve
ni

ng
, w

ee
ke

nd
, a

nd
 e

m
er

ge
nc

y)
. 

In
su

ffi
ci

en
t c

ou
ns

el
in

g 
an

d 
su

pp
or

t s
er

vi
ce

s a
nd

 e
ar

ly
 st

ag
e 

su
pp

or
t w

er
e 

al
so

 re
po

rt
ed

. C
ho

ic
es

 in
 ty

pe
, a

m
ou

nt
, a

nd
 

pr
ov

id
er

 o
f s

er
vi

ce
s w

er
e 

lim
ite

d 
ev

en
 w

he
n 

se
rv

ic
es

 e
xi

st
ed

.  
 

U
s
e

Us
e 

of
 e

du
ca

tio
n 

an
d 

su
pp

or
t s

er
vi

ce
s v

ar
ie

d 
fro

m
 1

5%
 to

 
10

0%
 o

f r
ur

al
 p

ar
tic

ip
an

ts
. H

om
e 

m
ai

nt
en

an
ce

 a
nd

 se
rv

ic
es

 
pr

ov
id

in
g 

di
re

ct
 a

ss
ist

an
ce

 (o
fte

n 
in

-h
om

e)
 to

 th
e 

pe
rs

on
 w

ith
 

de
m

en
tia

 w
er

e 
us

ed
 m

os
t f

re
qu

en
tly

; s
up

po
rt

 g
ro

up
s w

er
e 

us
ed

 m
in

im
al

ly.
 G

en
de

re
d 

no
rm

s a
ro

un
d 

ca
re

gi
vi

ng
, 

in
de

pe
nd

en
ce

, a
nd

 co
pi

ng
 m

ay
 a

ffe
ct

 u
se

 o
f s

er
vi

ce
s.

Arksey & O’Malley Framework

B
a

r
r
ie

r
s
 (

t
h

e
m

e
s
)

S
o

lu
t
io

n
s

K
n

o
w

le
d

g
e

 o
f 

s
e

r
v

ic
e

s

P
o

o
r
 v

is
ib

il
it

y
 o

f 
s
e

r
v
ic

e
s
, 

lo
w

 

a
w

a
r
e

n
e

s
s
 o

f 
s
e

r
v
ic

e
s
, 

h
o

w
 t

o
 u

s
e

 

t
h

e
m

, 
a

n
d

 b
e

n
e

fi
t
s
 o

f 
u

s
e

P
r
a

c
t
ic

a
li

t
y

 a
n

d
 r

e
s
o

u
r
c
e

s

R
e

m
o

t
e

n
e

s
s
, 

t
r
a

v
e

l 
a

n
d

 

t
r
a

n
s
p

o
r
ta

t
io

n
, 

c
o

s
t
s
, 

n
e

e
d

 f
o

r
  
 

r
e

s
p

it
e

, 
s
t
r
u

c
t
u

r
e

 o
f 

s
e

r
v
ic

e
 p

r
o

v
is

io
n

V
a

lu
e

s
 a

n
d

 b
e

li
e

fs

V
a

lu
a

t
io

n
 o

f 
in

d
e

p
e

n
d

e
n

c
e

, 

r
e

lu
c
ta

n
c
e

 t
o

 s
e

e
k

 h
e

lp
, 

p
r
iv

a
c
y
 

c
o

n
c
e

r
n

s
, 

b
e

li
e

fs
 a

r
o

u
n

d
 c

a
r
e

g
iv

in
g

, 

d
e

n
ia

l 
o

f 
s
y
m

p
t
o

m
s

N
e

g
a

t
iv

e
 j

u
d

g
e

m
e

n
t
s
 &

 s
t
ig

m
a

S
t
ig

m
a

 a
r
o

u
n

d
 d

e
m

e
n

t
ia

 a
n

d
 s

e
r
v
ic

e
 

u
s
e

, 
fe

a
r
 o

f 
a

b
il

it
ie

s
 o

r
 p

e
r
fo

r
m

a
n

c
e

 

b
e

in
g

 j
u

d
g

e
d

 n
e

g
a

t
iv

e
ly

U
n

a
c
c
e

p
t
a

b
il

it
y

 o
f 

s
e

r
v

ic
e

s

P
e

r
c
e

p
t
io

n
s
 o

f 
s
e

r
v
ic

e
s
/
fo

r
m

a
t
 a

s
 n

o
t
 

s
u

it
e

d
 t

o
 s

ta
g

e
, 

in
a

p
p

r
o

p
r
ia

t
e

 f
o

r
 

n
e

e
d

s
, 

in
c
o

m
p

a
t
ib

le
 w

it
h

 p
e

r
s
o

n
a

l 

b
a

c
k
g

r
o

u
n

d
, 

c
h

a
r
a

c
t
e

r
is

t
ic

s
, 

a
n

d
 

in
t
e

r
e

s
t
s
, 

n
o

n
-p

e
r
s
o

n
-c

e
n

t
e

r
e

d
, 

in
fl

e
x
ib

le
, 

a
n

d
 i

m
p

e
r
m

a
n

e
n

t
 

•
Us

e 
of

 a
 c

ar
e 

m
an

ag
er

, F
irs

t L
in

k,
 o

r 
pr

og
ra

m
 p

ar
tic

ip
at

io
n 

as
 a

 li
nk

•
Ed

uc
at

io
n 

on
 se

rv
ic

es
 a

nd
 b

en
ef

its
•

In
te

ra
ge

nc
y 

co
lla

bo
ra

tio
n,

 re
fe

rr
al

•
Co

m
m

un
ity

 e
du

ca
tio

n

•
Te

ch
no

lo
gi

ca
l s

er
vi

ce
 p

ro
vi

sio
n

•
He

lp
 w

ith
 tr

an
sp

or
ta

tio
n,

 re
sp

ite
•

Fr
ee

 o
r r

ed
uc

ed
 co

st
 p

ro
gr

am
s

•
In

-h
om

e,
 o

ut
re

ac
h,

 lo
ca

l s
er

vi
ce

s
•

Fe
w

er
 p

ro
gr

am
 se

ss
io

ns
•

In
te

r-
ag

en
cy

 a
cc

es
sib

ili
ty

 so
lu

tio
ns

•
Ed

uc
at

in
g 

us
er

s o
n 

be
ne

fit
s o

f 
se

rv
ic

es
 u

se
 in

 th
ei

r s
itu

at
io

n
•

In
iti

al
 “

fo
ot

 in
 th

e 
do

or
” p

ro
gr

am
 

pa
rt

ic
ip

at
io

n
•

Li
nk

in
g 

fo
rm

er
 to

 n
ew

 ca
re

gi
ve

rs

•
In

di
vi

du
al

 in
te

rv
en

tio
n 

•
Se

rv
ic

es
 v

ia
 te

le
ph

on
e 

or
 h

om
e 

vi
sit

s
•

Pu
bl

ic
 e

du
ca

tio
n,

 a
nd

 in
cr

ea
se

d 
co

nt
ac

t w
ith

 p
eo

pl
e 

w
ith

 d
em

en
tia

 

•
Pe

rs
on

-c
en

te
re

d 
se

rv
ic

es
 

•
Co

ns
id

er
at

io
n 

of
 in

te
re

st
s, 

ch
ar

ac
te

ris
tic

s, 
an

d 
ba

ck
gr

ou
nd

s
•

Ta
ilo

re
d 

pr
es

en
ta

tio
n 

of
 in

fo
rm

at
io

n
•

Di
re

ct
 e

du
ca

tio
na

l a
pp

ro
ac

h
•

Cu
ltu

ra
lly

 sa
fe

 se
rv

ic
es

•
Se

rv
ic

es
 ta

ilo
re

d 
to

 su
bg

ro
up

s
•

Pr
og

ra
m

 a
ss

es
sm

en
t a

nd
 fl

ex
ib

ili
ty

W
hi

le
 n

um
er

ou
s b

ar
rie

rs
 e

xi
st

ed
 to

 e
du

ca
tio

n 
an

d 
su

pp
or

t 
se

rv
ic

e 
us

e 
am

on
g 

ru
ra

l p
op

ul
at

io
ns

, p
ro

m
isi

ng
 so

lu
tio

ns
 a

nd
 

in
no

va
tio

ns
 w

ith
in

 ru
ra

l s
er

vi
ce

 p
ro

vi
sio

n 
w

er
e 

ev
id

en
t. 

St
ra

te
gi

es
 to

 m
iti

ga
te

 b
ar

rie
rs

 sh
ou

ld
 b

e 
co

ns
id

er
ed

 in
 th

e 
im

pl
em

en
ta

tio
n 

of
 ru

ra
l d

em
en

tia
 se

rv
ic

es
. F

ew
 st

ud
ie

s 
ex

am
in

ed
 se

x 
an

d 
ge

nd
er

; t
he

ir 
in

co
rp

or
at

io
n 

in
to

 fu
tu

re
 

re
se

ar
ch

 is
 re

qu
ire

d 
to

 u
nd

er
st

an
d 

ho
w

 th
ey

 in
te

rs
ec

t w
ith

 
ru

ra
lit

y 
an

d 
se

rv
ic

e 
ne

ed
s, 

us
e,

 a
nd

 b
ar

rie
rs

.

Ar
ks

ey
, H

., 
&

 O
’M

al
le

y, 
L.

 (2
00

5)
. S

co
pi

ng
 st

ud
ie

s:
 To

w
ar

ds
 a

 m
et

ho
do

lo
gi

ca
l 

fra
m

ew
or

k.
 In

t
e

r
n

a
t
io

n
a

l 
J
o

u
r
n

a
l 
o

f 
S
o

c
ia

l 
R

e
s
e

a
r
c
h

 M
e

t
h

o
d

o
lo

g
y
, 

8
(1

), 
19

-3
2.

 
do

i:1
0.

10
80

/1
36

45
57

03
20

00
11

96
16

Le
va

c,
 D

., 
Co

lq
uh

ou
n,

 H
., 

&
 O

’B
rie

n,
 K

. K
. (

20
10

). 
Sc

op
in

g 
st

ud
ie

s:
 A

dv
an

ci
ng

 
th

e 
m

et
ho

do
lo

gy
. I

m
p

le
m

e
n

t
a

t
io

n
 S

c
ie

n
c
e

, 
5

:6
9

. d
oi

:1
0.

11
86

/1
74

8-
59

08
-5

-6
9



4

In
tr

od
uc

tio
n

Tr
ac

y 
D

an
yl

ys
he

n-
La

yc
oc

k*
, P

hD
. C

an
di

da
te

, H
ea

lth
 S

ci
en

ce
 P

ro
gr

am
, C

ol
le

ge
 o

f M
ed

ic
in

e,
 D

eb
ra

 M
or

ga
n*

, P
hD

., 
N

or
m

a 
St

ew
ar

t*
, P

hD
., 

M
eg

an
 O

’C
on

ne
ll*

, P
hD

., 
D

on
na

 G
oo

dr
id

ge
*,

 P
hD

., 
&

 S
he

lle
y 

Ki
ry

ch
uk

*,
 P

hD
., 

*U
ni

ve
rs

ity
 o

f S
as

ka
tc

he
w

an

M
et

ho
ds

Fi
nd

in
gs

Co
nc

lu
si

on
s

An
 in

di
vi

du
al

 w
ith

 d
em

en
tia

 m
ay

 e
xp

er
ie

nc
e 

ch
an

ge
s 

in
 

pe
rs

on
al

ity
, r

ea
so

ni
ng

, j
ud

ge
m

en
t, 

m
em

or
y,

 a
nd

 
be

ha
vi

ou
rs

. V
er

ba
l a

nd
 p

hy
si

ca
l a

gg
re

ss
io

n 
an

d 
re

si
st

an
ce

 
to

 c
ar

e 
ar

e 
re

co
gn

iz
ed

 a
s 

re
sp

on
si

ve
 b

eh
av

io
ur

s
–

an
  

ex
pr

es
si

on
 o

f u
nm

et
 n

ee
d 

an
d 

m
ea

ns
 o

f c
om

m
un

ic
at

io
n 

(T
al

er
ic

o 
&

 E
va

ns
, 2

00
0)

.

A 
de

m
en

tia
-s

pe
ci

fic
 tr

ai
ni

ng
 p

ro
gr

am
 c

an
 p

ro
vi

de
 s

ta
ff

 w
ith

 
th

e 
sk

ill
s 

to
 s

af
el

y 
m

in
im

iz
e 

an
d 

de
-e

sc
al

at
e 

re
sp

on
si

ve
 

be
ha

vi
ou

rs
 (M

or
ga

n 
et

 a
l.,

 2
00

5;
 M

or
ga

n 
et

 a
l.,

 2
00

7)
. 

Th
e 

In
te

gr
at

ed
 P

ro
m

ot
in

g 
A

ct
io

n 
on

 R
es

ea
rc

h 
Im

pl
em

en
ta

ti
on

 in
 H

ea
lt

h 
Se

rv
ic

es
 (i

-P
A

RI
H

S)
 w

as
 u

se
d 

to
 g

ui
de

 th
e 

cu
rr

en
t r

es
ea

rc
h,

 to
 g

ai
n 

an
 u

nd
er

st
an

di
ng

 o
f 

th
e 

fa
ct

or
s 

th
at

 a
re

 re
la

te
d 

to
 th

e 
su

st
ai

na
bi

lit
y 

of
 e

vi
de

nc
e.

In
 th

e 
i-P

AR
IH

S 
fr

am
ew

or
k:

Su
cc

es
sf

ul
 im

pl
em

en
ta

tio
n 

of
 e

vi
de

nc
e-

ba
se

d 
pr

ac
tic

e 
is

 th
e 

re
su

lt 
of

 th
e 

“f
ac

ili
ta

ti
on

of
 a

n 
in

no
va

ti
on

 w
ith

 th
e 

re
ci

pi
en

ts
in

 t
he

ir
 (i

nn
er

 a
nd

 o
ut

er
) c

on
te

xt
” (

H
ar

ve
y 

&
 

Ki
ts

on
, 2

01
5,

 p
g.

 4
0)

. 

Th
er

e 
w

as
 v

ar
ia

bi
lit

y 
ac

ro
ss

 th
e 

ho
m

es
 in

 te
rm

s 
of

 
su

st
ai

na
bi

lit
y 

of
 t

he
 p

ro
gr

am
 (c

on
ti

nu
um

 o
f l

ow
, 

m
ed

iu
m

, a
nd

 h
ig

h)

In
 th

e 
lo

w
 s

us
ta

in
ab

ili
ty

 h
om

es
 (n

=2
)

•
th

er
e 

w
as

 n
o 

su
st

ai
na

bi
lit

y 
of

 th
e 

G
PA

 p
ro

gr
am

•
di

d 
no

t m
ov

e 
be

yo
nd

 th
e 

be
gi

nn
in

g 
of

 in
iti

al
 

im
pl

em
en

ta
tio

n 
ph

as
e 

as
 d

es
cr

ib
ed

 b
y 

Fi
xs

en
 e

t a
l. 

(2
00

5)
In

 th
e 

m
ed

iu
m

 s
us

ta
in

ab
ili

ty
 h

om
es

 (n
=3

)
•

th
er

e 
w

as
 a

 h
ig

he
r 

de
gr

ee
 o

f s
us

ta
in

ab
ili

ty
 o

f t
he

 G
PA

 
th

an
 th

e 
lo

w
 s

us
ta

in
ab

ili
ty

 h
om

es
 

•
fa

ile
d 

to
 m

ov
e 

be
yo

nd
 th

e 
in

iti
al

 im
pl

em
en

ta
tio

n 
st

ag
e 

(F
ix

se
n 

et
 a

l.,
 2

00
5)

In
 th

e 
hi

gh
 s

us
ta

in
ab

ili
ty

 h
om

es
 (n

=2
)

•
hi

gh
 d

eg
re

e 
of

 s
us

ta
in

ab
ili

ty
 c

om
pa

re
d 

to
 th

e 
lo

w
 a

nd
 

m
ed

iu
m

 s
us

ta
in

ab
ili

ty
 h

om
es

 
•

ac
hi

ev
ed

 fu
ll 

op
er

at
io

n 
(F

ix
se

n
et

 a
l.,

 2
00

5)
 a

nd
 w

er
e 

in
 

th
e 

pr
oc

es
s 

of
 m

ov
in

g 
to

 in
no

va
tin

g 
th

e 
G

PA
 p

ro
gr

am
 

Su
st

ai
na

bi
lit

y 
of

 t
he

 G
PA

 p
ro

gr
am

 s
tr

on
gl

y 
in

fl
ue

nc
ed

 
by

 t
he

 c
ha

ra
ct

er
is

ti
cs

 (s
ki

lls
, b

eh
av

io
ur

s,
 a

tt
ri

bu
te

s)
 o

f 
th

e 
fo

rm
al

 le
ad

er
s.

•
Lo

w
er

 s
us

ta
in

ab
ili

ty
 h

om
es

 h
ad

 le
ad

er
s 

w
ith

 n
eg

at
iv

e 
ch

ar
ac

te
ri

st
ic

s 
(e

.g
., 

le
ad

 w
ith

 fe
ar

) t
ha

t n
eg

at
iv

el
y 

im
pa

ct
ed

 th
e 

su
st

ai
na

bi
lit

y 
of

 th
e 

G
PA

 p
ro

gr
am

.
•

M
ed

iu
m

 s
us

ta
in

ab
ili

ty
 h

om
es

 h
ad

 le
ad

er
s 

w
ho

 d
is

pl
ay

ed
 

m
or

e 
po

si
tiv

e 
th

an
 n

eg
at

iv
e 

le
ad

er
sh

ip
 c

ha
ra

ct
er

is
tic

s 
as

 
co

m
pa

re
d 

to
 th

e 
lo

w
 s

us
ta

in
ab

ili
ty

 h
om

es
, b

ut
 th

ey
 w

er
e 

no
t a

s 
fr

eq
ue

nt
ly

 u
se

d 
or

 a
s 

hi
gh

 in
 q

ua
lit

y 
as

 th
e 

le
ad

er
s 

in
 th

e 
hi

gh
 s

us
ta

in
ab

ili
ty

 h
om

es
.  

 
•

H
ig

h 
su

st
ai

na
bi

lit
y 

ho
m

es
 h

ad
 le

ad
er

s 
w

ho
 d

is
pl

ay
ed

 
po

si
tiv

e 
le

ad
er

sh
ip

 c
ha

ra
ct

er
is

tic
s 

th
at

 in
flu

en
ce

d 
th

e 
su

st
ai

na
bi

lit
y 

of
 th

e 
G

PA
 p

ro
gr

am
.

In
 th

e 
hi

gh
 s

us
ta

in
ab

ili
ty

 h
om

es
, l

ea
de

rs
hi

p 
w

as
 

id
en

tif
ie

d/
ob

se
rv

ed
 b

y 
st

af
f a

s 
st

ro
ng

.
•

Le
ad

er
sh

ip
 d

is
pl

ay
ed

 h
ig

he
r 

qu
al

ity
 s

ki
lls

 (e
.g

., 
re

la
tio

ns
hi

p 
bu

ild
in

g,
 p

ro
bl

em
 s

ol
vi

ng
, t

ea
m

 b
ui

ld
in

g,
 

co
m

m
un

ic
at

io
n)

 a
nd

 p
ra

ct
ic

in
g 

G
PA

 w
as

 a
n 

ex
pe

ct
at

io
n.

Th
e 

cu
lt

ur
e 

of
 c

ar
e 

th
at

 t
he

 fo
rm

al
 le

ad
er

s 
cr

ea
te

d 
th

ro
ug

h 
sp

ec
if

ic
 le

ad
er

sh
ip

 c
ha

ra
ct

er
is

ti
cs

 in
fl

ue
nc

ed
 

su
st

ai
na

bi
lit

y.

•
Th

e 
ch

ar
ac

te
ri

st
ic

s 
of

 th
e 

le
ad

er
s 

cr
ea

te
d 

a 
co

nt
in

uu
m

 o
f 

cu
ltu

re
s 

ra
ng

in
g 

fr
om

 in
st

itu
tio

na
l (

lo
w

 a
nd

 m
ed

iu
m

 
ho

m
es

) t
o 

pe
rs

on
-c

en
tr

ed
 (h

ig
h 

ho
m

es
). 

•
Th

e 
m

or
e 

in
st

itu
tio

na
l t

he
 c

ul
tu

re
 o

f c
ar

e 
of

 c
ar

e,
 th

e 
lo

w
er

 th
e 

su
st

ai
na

bi
lit

y 
of

 th
e 

G
PA

 p
ro

gr
am

.
•

Th
e 

m
or

e 
pe

rs
on

-c
en

tr
ed

 th
e 

cu
ltu

re
 o

f c
ar

e,
 th

e 
hi

gh
er

 
th

e 
su

st
ai

na
bi

lit
y 

of
 th

e 
G

PA
 p

ro
gr

am
.

U
nl

ik
e 

ot
he

r 
st

ud
ie

s 
(C

as
pa

r 
et

 a
l.,

 2
01

6;
 R

ap
ap

or
t e

t a
l.,

 2
01

7)
, t

he
 

G
PA

 p
ro

gr
am

 a
ch

ie
ve

d 
sh

or
t-

te
rm

 s
us

ta
in

ab
ili

ty
 in

 s
om

e 
of

 th
e 

LT
C 

ho
m

es
 b

ey
on

d 
si

x 
m

on
th

s.

Th
is

 re
se

ar
ch

 s
up

po
rt

s 
pr

ev
io

us
 re

se
ar

ch
er

s 
w

ho
 fo

un
d 

th
at

  t
he

 
de

ve
lo

pm
en

t o
f p

os
iti

ve
 re

la
tio

ns
hi

ps
 a

nd
 s

ta
ff

 e
m

po
w

er
m

en
t 

th
ro

ug
h 

an
 in

te
ra

ct
iv

e 
ap

pr
oa

ch
 (e

.g
., 

us
in

g 
fe

ed
ba

ck
, p

os
iti

ve
 

co
m

m
un

ic
at

io
n,

 ro
le

-m
od

el
lin

g,
 c

oa
ch

in
g)

 a
re

 re
la

te
d 

to
 th

e 
su

st
ai

na
bi

lit
y 

of
 p

ro
gr

am
s,

 in
no

va
tio

ns
, a

nd
 p

er
so

n-
ce

nt
re

d 
ca

re
. 

A 
ke

y 
fin

di
ng

 in
 th

is
 s

tu
dy

 w
as

 th
at

 th
e 

ch
ar

ac
te

ri
st

ic
s 

of
 fo

rm
al

 
le

ad
er

s 
cr

ea
te

d 
a 

cu
ltu

re
 o

f c
ar

e 
th

at
 c

ou
ld

 e
ith

er
 b

e 
a 

ba
rr

ie
r 

or
 a

 
fa

ci
lit

at
or

 to
 s

us
ta

in
ab

ili
ty

 o
f t

he
 G

PA
 p

ro
gr

am
. T

hi
s 

fin
di

ng
 is

 
co

ns
is

te
nt

 w
ith

 p
re

vi
ou

s 
re

se
ar

ch
er

s 
w

ho
 in

di
ca

te
d 

th
at

 fo
rm

al
 

le
ad

er
s 

cr
ea

te
 th

e 
cu

ltu
re

 in
 th

e 
LT

C 
ho

m
e 

w
hi

ch
 in

flu
en

ce
s 

th
e 

ab
ili

ty
 o

f s
ta

ff
 to

 p
er

fo
rm

 p
er

so
n-

ce
nt

re
d 

ca
re

 ( 
Br

ow
ie

 &
 N

an
ca

rr
ow

, 
20

13
; O

re
lla

nd
, M

an
th

or
pe

 &
 M

or
ia

rt
y,

 2
01

7)
.  

D
es

ig
n:

 A
n 

ex
pl

an
at

or
y,

 h
ol

is
tic

, m
ul

tip
le

-c
as

e 
st

ud
y 

de
si

gn
 

(s
ev

en
 c

as
es

)

Re
tr

os
pe

ct
iv

e 
St

ud
y 

(5
 c

as
es

)
D

es
ig

n:
 c

ro
ss

-s
ec

tio
na

l, 
re

tr
os

pe
ct

iv
e 

qu
al

ita
tiv

e 
re

se
ar

ch
 

de
si

gn
Si

te
 s

el
ec

ti
on

: F
iv

e 
ho

m
es

 w
er

e 
pu

rp
os

iv
el

y 
sa

m
pl

ed
 fr

om
 

ru
ra

l L
TC

 h
om

es
 w

ith
 s

im
ila

r 
nu

m
be

r 
of

 re
si

de
nt

s 
an

d 
w

he
re

 th
e 

G
PA

 p
ro

gr
am

 h
ad

 b
ee

n 
fu

lly
 in

st
al

le
d 

(F
ix

se
n 

et
 a

l.,
 

20
05

).
Pa

rt
ic

ip
an

ts
: a

dm
in

is
tr

at
or

s,
 D

ire
ct

or
s 

of
 C

ar
e,

 M
an

ag
er

s,
 

nu
rs

es
 (R

N
s,

 R
PN

s,
 L

PN
s,

 C
lin

ic
al

 N
ur

se
 L

ea
de

rs
) a

nd
 

nu
rs

in
g 

ai
de

s 
(N

As
).

D
at

a 
Co

lle
ct

io
n:

 
•

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s 

(n
=1

5)
 

•
Fo

cu
s 

gr
ou

ps
 (n

=4
)

Pr
os

pe
ct

iv
e 

St
ud

y 
(2

 c
as

es
)

D
es

ig
n:

 p
ro

sp
ec

tiv
e 

lo
ng

itu
di

na
l, 

m
ul

ti-
si

te
, c

om
pa

ra
tiv

e 
ca

se
 s

tu
dy

 d
es

ig
n 

th
at

 fo
llo

w
ed

 e
ve

nt
s 

ov
er

 a
 1

5 
m

on
th

 
pe

rio
d.

Si
te

 s
el

ec
ti

on
: T

w
o 

ho
m

es
 w

er
e 

pu
rp

os
iv

el
y 

sa
m

pl
ed

 
ba

se
d 

on
 “c

om
pa

ri
so

n 
of

 d
iff

er
en

ce
” d

es
ig

n 
lo

gi
c 

(F
itz

ge
ra

ld
 

&
 D

op
so

n,
 2

00
9)

. 
D

at
a 

co
lle

ct
io

n:
•

D
ire

ct
 o

bs
er

va
tio

ns
 (2

4 
hr

s/
ho

m
e)

•
Sh

ad
ow

in
g 

(1
5 

hr
s/

ho
m

e)
 a

nd
 b

ri
ef

 d
is

cu
ss

io
ns

 w
ith

 
st

af
f

•
Se

m
i-s

tr
uc

tu
re

d 
in

te
rv

ie
w

s 
(n

=1
5)

 w
ith

 s
ta

ff
 in

 a
ll 

de
pa

rt
m

en
ts

•
D

oc
um

en
t r

ev
ie

w
s 

(i.
e.

, c
om

m
un

ic
at

io
n 

lo
gs

, i
nc

id
en

t 
re

po
rt

s,
 1

2 
re

si
de

nt
 c

ha
rt

s,
 s

ta
ff

 m
ee

tin
g 

m
in

ut
es

) 
be

gi
nn

in
g 

th
re

e 
m

on
th

s 
pr

io
r 

to
 G

PA
 p

ro
gr

am
 

in
st

al
la

tio
n 

ph
as

e.

Re
tr

os
pe

ct
iv

e 
St

ud
y:

 q
ua

lit
at

iv
e,

 in
du

ct
iv

e 
ap

pr
oa

ch
, 

us
in

g 
co

ns
ta

nt
 c

om
pa

ra
tiv

e 
m

et
ho

d 
(G

la
se

r 
&

 S
tr

au
s,

 1
96

7;
 

Ch
ar

m
az

, 2
00

6)
.

Pr
os

pe
ct

iv
e 

St
ud

y:
i.

W
it

hi
n 

ca
se

 a
na

ly
si

s:
 in

du
ct

iv
e,

 g
ro

un
de

d 
ap

pr
oa

ch
, 

us
in

g 
th

e 
co

ns
ta

nt
 c

om
pa

ra
tiv

e 
m

et
ho

d 
to

 a
na

ly
ze

 th
e 

th
re

e 
ty

pe
s 

of
 d

at
a.

ii.
Cr

os
s 

ca
se

 a
na

ly
si

s:
 e

xa
m

in
ed

 o
ve

ra
ll 

pa
tt

er
ns

 fo
r 

si
m

ila
ri

tie
s 

an
d 

di
ff

er
en

ce
s 

ac
ro

ss
 th

e 
tw

o 
ho

m
es

.

O
ve

ra
ll 

co
nc

lu
si

on
s:

 a
n 

in
te

rp
re

ti
ve

 p
at

te
rn

-m
at

ch
in

g 
ap

pr
oa

ch
 w

as
 u

se
d 

to
 c

om
pa

re
 t

he
 p

at
te

rn
 o

f f
in

di
ng

s 
be

tw
ee

n 
th

e 
tw

o 
st

ud
ie

s.

Th
e 

Co
nc

ep
tu

al
 F

ra
m

ew
or

k

Th
e 

In
te

rv
en

tio
n

•
Th

e 
G

en
tle

 P
er

su
as

iv
e 

Ap
pr

oa
ch

es
 (G

PA
) p

ro
gr

am
 is

 a
 

de
m

en
tia

-s
pe

ci
fic

 7
.5

 h
ou

r 
ev

id
en

ce
-b

as
ed

 e
du

ca
tio

n 
pr

og
ra

m
 d

es
ig

ne
d 

fo
r 

st
af

f w
ho

 c
ar

e 
fo

r 
ol

de
r 

ad
ul

ts
 w

ho
 

di
sp

la
y 

re
sp

on
si

ve
 b

eh
av

io
ur

s.

•
Th

e 
go

al
 o

f t
he

 G
PA

 c
ur

ri
cu

lu
m

 is
 to

 e
du

ca
te

 s
ta

ff
 o

n 
ho

w
 

to
 u

se
 a

 p
er

so
n-

ce
nt

re
d,

 c
om

pa
ss

io
na

te
, g

en
tle

 a
pp

ro
ac

h 
an

d 
re

sp
on

d 
re

sp
ec

tf
ul

ly
, w

ith
 c

on
fid

en
ce

 a
nd

 s
ki

ll,
 to

 
re

sp
on

si
ve

 b
eh

av
io

ur
s 

as
so

ci
at

ed
 w

ith
 d

em
en

tia
.

Re
se

ar
ch

 P
ur

po
se

Th
e 

pu
rp

os
e 

of
 th

is
 re

se
ar

ch
 w

as
 to

 g
ai

n 
an

 u
nd

er
st

an
di

ng
 

of
 th

e 
re

la
tio

ns
hi

p 
be

tw
ee

n 
le

ad
er

sh
ip

 (a
 c

ha
ra

ct
er

is
tic

 o
f 

in
ne

r 
co

nt
ex

t) 
an

d 
su

st
ai

na
bi

lit
y

of
 a

 d
em

en
tia

-s
pe

ci
fic

 
tr

ai
ni

ng
 p

ro
gr

am
 fo

r 
st

af
f i

n 
ru

ra
l L

TC
 h

om
es

. 

Da
ta

 A
na

ly
si

s

Re
co

m
m

en
da

tio
ns

 fo
r C

lin
ic

al
 P

ra
ct

ic
e

•
It 

is
 im

po
rt

an
t t

o 
pr

ov
id

e 
le

ad
er

s 
w

ith
 tr

ai
ni

ng
 th

at
 fo

cu
se

s 
on

 
le

ad
er

sh
ip

 s
ty

le
s 

an
d 

ch
ar

ac
te

ri
st

ic
s 

th
at

 e
m

po
w

er
 s

ta
ff

 s
o 

th
at

 
th

ey
 c

an
 b

e 
su

pp
or

te
d 

to
 p

ra
ct

ic
e 

pe
rs

on
-c

en
tr

ed
ca

re
.

•
In

 th
e 

i-P
AR

IH
S 

fr
am

ew
or

k,
 le

ad
er

sh
ip

 c
ha

ra
ct

er
is

tic
s 

ne
ed

 to
 b

e 
ta

ke
n 

in
to

 c
on

si
de

ra
tio

n 
w

he
n 

im
pl

em
en

tin
g 

ev
id

en
ce

 b
as

ed
-

pr
ac

tic
es

. I
n 

re
fin

in
g 

th
e 

fr
am

ew
or

k 
so

 th
at

 it
 fi

ts
 b

et
te

r 
w

ith
 th

e 
ch

ao
tic

 a
nd

 c
ha

lle
ng

in
g 

im
pl

em
en

ta
tio

n 
pr

oc
es

s 
in

 L
TC

 h
om

es
, 

th
e 

i-P
AR

IH
S 

fr
am

ew
or

k 
sh

ou
ld

 in
cl

ud
e 

le
ad

er
sh

ip
 in

 
co

nj
un

ct
io

n 
w

ith
 fa

ci
lit

at
io

n,
 in

no
va

ti
on

, c
on

te
xt

, a
nd

 
re

ci
pi

en
ts

.  

Ac
kn

ow
le

dg
em

en
ts



5

P
a

lli
a

tiv
e 

Ca
re

 f
o

r 
P

eo
p

le
 W

it
h 

A
lz

he
im

er
’s

 D
is

ea
se

 o
r 

O
th

er
 D

em
en

ti
a

 
Li

vi
ng

 in
 R

ur
a

l A
re

a
s :

 A
 S

co
p

in
g

 R
ev

ie
w

 In
-P

ro
g

re
ss

E.
 O

’C
on

ne
ll 

B
ac

kg
ro

u
n

d
:

W
h

at
 is

 p
al

lia
ti

ve
 c

ar
e?

•S
p

ec
ia

liz
ed

 c
ar

e 
fo

r 
p

eo
p

le
 f

ac
in

g
 li

fe
-l

im
it

in
g

 

ill
n

es
se

s
lik

e 
de

m
en

tia
1

•A
d

va
n

ce
d

 d
is

ea
se

 s
ta

g
e 

se
rv

ic
es

 p
ro

vi
d

ed
 b

y 

h
ea

lt
h

 p
ro

fe
ss

io
n

al
s

fo
r 

ad
d

ed
 c

o
m

fo
rt

 a
n

d
 r

el
ie

f 

of
 p

at
ie

nt
s 

an
d 

su
pp

or
t 

an
d 

as
si

st
an

ce
 o

f f
am

ili
es

•S
er

vi
ce

s 
ca

n
 b

e 
in

-h
o

sp
it

al
, a

t 
an

 o
u

tp
at

ie
n

t 
cl

in
ic

 

o
r 

at
 h

o
m

e

W
h

y 
is

 p
al

lia
ti

ve
 c

ar
e 

fo
r 

p
eo

p
le

 w
it

h
 d

em
en

ti
a 

im
p

o
rt

an
t?

•I
t 

ca
n 

pl
ay

 a
 k

ey
 r

o
le

 in
 im

p
ro

vi
n

g
 a

n
d

 

m
ai

n
ta

in
in

g
 t

h
e 

b
es

t 
q

u
al

it
y 

of
 li

fe
 a

n
d

 d
ea

th
 fo

r 

pe
op

le
 w

ith
 d

em
en

tia
 a

nd
 t

he
ir 

fa
m

ili
es

•N
ee

d
s 

ar
e 

in
cr

ea
si

n
g

: a
gi

ng
 p

op
ul

at
io

n 
de

m
an

ds
 

m
or

e 
pa

lli
at

iv
e 

ca
re

 s
er

vi
ce

s 
w

he
re

 p
eo

pl
e 

w
ith

 

de
m

en
tia

 a
nd

 o
th

er
 c

hr
on

ic
 c

on
di

tio
ns

 a
re

 li
vi

ng
 

lo
ng

er
; e

ar
ly

 p
la

nn
in

g 
sh

ou
ld

 b
eg

in
 s

oo
n 

af
te

r 

de
m

en
tia

 d
ia

gn
os

is

•P
eo

pl
e 

w
ith

 d
em

en
tia

 o
ft

en
 fa

ce
 g

ap
s 

in
 p

al
lia

ti
ve

 

ca
re

an
d 

liv
in

g 
in

 r
u

ra
l a

re
as

 c
an

 c
re

at
e 

ad
d

it
io

n
al

 

ch
al

le
n

g
es

to
 a

cc
es

si
ng

 a
nd

 u
til

iz
in

g 
ca

re
 s

er
vi

ce
s

O
b

je
ct

iv
es

:

•E
xp

lo
re

 a
n

d
 s

u
m

m
ar

iz
e 

ev
id

en
ce

 r
eg

ar
di

ng
 

pa
lli

at
iv

e 
ca

re
 s

pe
ci

fic
al

ly
 fo

r 
pe

op
le

 d
em

en
tia

 li
vi

ng
 

in
 r

ur
al

 a
re

as

•M
ap

 t
h

e 
ev

id
en

ce
 &

 id
en

ti
fy

 g
ap

s

•H
el

p
 in

fo
rm

 p
o

te
n

ti
al

 f
u

tu
re

 r
es

ea
rc

h
 a

n
d

 e
ff

o
rt

s 

to
 im

p
ro

ve
 t

h
e 

q
u

al
it

y 
of

 li
fe

 a
n

d
 d

ea
th

 fo
r 

pe
op

le
 

w
ith

 d
em

en
tia

 li
vi

ng
 in

 r
ur

al
 a

re
as

Al
zh

ei
m

er
’s 

So
cie

ty
 –

Ce
nt

er
 to

 A
dv

an
ce

d 
Pa

lli
at

iv
e 

Ca
re

 (2
01

8)
. A

lzh
ei

m
er

’s 
Di

se
as

e 
an

d 
Pa

lli
at

iv
e 

Ca
re

. A
va

ila
bl

e 
at

: 

, H
 &

 O
’M

al
le

y, 
L (

20
05

). 
Sc

op
in

g s
tu

di
es

: t
ow

ar
ds

 a
 m

et
ho

do
lo

gi
ca

l f
ra

m
ew

or
k

M
et

h
o

d
s:

A
rk

se
y 

&
 O

’M
al

le
y8

Fr
am

ew
or

k:

1.
W

ha
t 

p
al

lia
ti

ve
 c

ar
e 

se
rv

ic
es

 o
r 

in
te

rv
en

ti
o

n
s 

ha
ve

 b
ee

n 
id

en
tif

ie
d?

2.
W

ha
t 

ad
va

n
ta

g
es

 a
n

d
 d

is
ad

va
n

ta
g

es
 o

f 

pa
lli

at
iv

e 
ca

re
 s

er
vi

ce
s 

or
 in

te
rv

en
tio

ns
 h

av
e 

be
en

 id
en

tif
ie

d 
fo

r 
p

eo
p

le
 w

it
h

 d
em

en
ti

a 
an

d
 

th
ei

r 
fa

m
ily

 c
ar

eg
iv

er
s?

3.
D

oe
s 

d
eg

re
e 

of
 u

ti
liz

at
io

n
 d

iff
er

 b
y 

in
di

vi
du

al
 

ch
ar

ac
te

ris
tic

s?
 (e

.g
., 

se
x,

 a
ge

, p
la

ce
 o

f 

re
si

de
nc

e,
 s

oc
io

-e
co

no
m

ic
 s

ta
tu

s)

4.
W

ha
t 

ar
e 

th
e 

b
ar

ri
er

s 
an

d
 f

ac
ili

ta
to

rs
 t

o
 

ac
ce

ss
in

g
 a

n
d

 u
ti

liz
in

g
 p

al
lia

tiv
e 

ca
re

 s
er

vi
ce

s 

or
 in

te
rv

en
tio

ns
?

5.
W

ha
t 

st
u

d
y 

re
co

m
m

en
d

at
io

n
s 

ha
ve

 b
ee

n 

m
ad

e 
re

ga
rd

in
g 

ru
ra

l d
em

en
tia

-s
pe

ci
fic

 

pa
lli

at
iv

e 
ca

re
 s

er
vi

ce
s 

an
d 

re
se

ar
ch

?

•
C

ol
la

te
 b

y 
pu

bl
ic

at
io

n 
ye

ar
, c

ou
nt

ry
, a

nd
 t

yp
e 

of
 

pa
lli

at
iv

e 
ca

re
 s

er
vi

ce
 o

r 
in

te
rv

en
tio

n 

•
A

dd
re

ss
 r

es
ea

rc
h 

qu
es

tio
ns

, i
de

nt
ify

 g
ap

s
•

M
ak

e 
re

co
m

m
en

da
tio

ns
 fo

r 
fu

tu
re

 r
es

ea
rc

h

➢
St

u
d

y 
ch

ar
ac

te
ri

st
ic

s:
au

th
or

, y
ea

r, 
co

un
tr

y,
 

ob
je

ct
iv

e,
 p

op
ul

at
io

n,
 d

es
ig

n

➢
In

d
iv

id
u

al
 c

h
ar

ac
te

ri
st

ic
s 

(o
f 

p
er

so
n

s 
w

it
h

 
d

em
en

ti
a 

an
d

 t
h

ei
r 

fa
m

ily
 c

ar
er

s)
: s

ex
, a

ge
, p

la
ce

 
of

 r
es

id
en

ce
, s

oc
io

-e
co

no
m

ic
 s

ta
tu

s

➢
A

d
d

it
io

n
al

 in
fo

rm
at

io
n

 a
n

d
 f

in
d

in
g

s:
 d

ef
in

iti
on

s 
of

 p
al

lia
tiv

e 
ca

re
 a

nd
 r

ur
al

, t
yp

es
 o

f p
al

lia
tiv

e 
ca

re
 

se
rv

ic
e 

or
 in

te
rv

en
tio

n,
 a

dv
an

ta
ge

s/
di

sa
dv

an
ta

ge
s,

 
de

gr
ee

s 
of

 u
til

iz
at

io
n,

 b
ar

rie
rs

/f
ac

ili
ta

to
rs

 to
 a

cc
es

s 
an

d 
ut

ili
za

tio
n,

 m
ai

n 
fin

di
ng

s,
 s

tu
dy

 c
on

cl
us

io
ns

 a
nd

 
re

co
m

m
en

da
tio

ns
 

•
Th

em
at

ic
 a

na
ly

si
s 

of
 fi

nd
in

gs



6

Re
cr

ea
tio

n 
Th

er
ap

y 
D

es
ig

ne
d 

Re
fe

rr
al

 fo
rm

 u
se

d 
by

  

Ph
ys

ic
ia

ns
. 

Se
t u

p 
ap

po
in

tm
en

t, 
m

ee
t w

ith
 c

lie
nt

 a
nd

  

fa
m

ily
 u

si
ng

 th
e 

Le
is

ur
e 

D
ia

gn
os

tic
 B

at
te

ry
 a

ss
es

sm
en

t a
nd

 

th
e 

re
su

lts
 w

ill
 id

en
tif

y 
w

ha
t t

he
 s

tr
en

gt
hs

 a
re

 a
nd

 o
r 

ar
ea

s 
to

 

w
or

k 
on

 in
 th

e 
va

rio
us

 d
om

ai
ns

. 

A
 R

ec
re

at
io

n 
Tr

ea
tm

en
t p

la
n 

is
 d

ev
el

op
ed

  a
nd

 

de
si

gn
ed

 w
ith

 th
e 

cl
ie

nt
s 

in
te

re
st

s,
 m

ed
ic

al
 in

fo
rm

at
io

n 
an

d 

ab
ili

tie
s.

 

Se
t g

oa
ls

 a
nd

 D
ar

e 
to

 D
re

am
. 

D
oc

um
en

ta
tio

n 
of

 a
ss

es
sm

en
t s

um
m

ar
y,

 p
ro

gr
es

s 
no

te
s 

an
d 

pl
an

 u
pd

at
es

. 

W
or

k 
cl

os
el

y 
w

ith
 fa

m
ily

, h
ea

lth
 p

ro
fe

ss
io

na
ls

 in
 th

e 
 

co
m

m
un

ity
 a

lo
ng

 w
ith

 v
ol

un
te

er
s,

 fr
ie

nd
s 

an
d 

 

or
ga

ni
za

tio
ns

. 

V
is

it 
on

e 
tim

e 
pe

r 
w

ee
k 

fo
r 

8 
w

ee
ks

. 

Re
as

se
ss

, r
es

ul
ts

 s
ho

w
 a

ny
 c

ha
ng

es
 to

 b
e 

m
ad

e 
or

  

m
ai

nt
ai

ne
d.

 

Th
e 

cl
ie

nt
 is

  d
is

ch
ar

ge
d 

or
 c

on
tin

ue
s 

w
ith

 th
e 

 

M
ob

ile
 R

ec
re

at
io

n 
Th

er
ap

y 
Se

rv
ic

es
 

 

Th
is

 is
 m

y 
fr

ie
nd

 a
nd

 c
lie

n
t 

B
et

ty
 s

he
 h

as
 a

d
va

nc
ed

 d
em

en
ti

a.
 S

he
 w

as
 r

ef
er

re
d

 b
y 

he
r 

D
o

ct
o

r.
 W

e 
w

o
rk

 c
lo

se
ly

 

w
it

h 
he

r 
fa

m
ily

 a
nd

 h
er

 fr
ie

nd
s 

in
 t

he
 c

o
m

m
un

it
y.

 H
er

 a
ss

es
sm

en
t 

sh
o

w
ed

 s
tr

en
g

th
 in

 m
us

ic
, s

p
o

rt
 a

nd
  

w
al

ki
ng

. A
n 

in
te

rv
en

ti
o

n 
an

d
 p

ro
g

ra
m

 b
eg

an
 w

ee
kl

y.
 H

er
 a

b
ili

ti
es

 h
av

e 
b

ee
n 

 

im
p

ro
vi

n
g

 h
er

 s
es

si
o

ns
 h

av
e 

b
ee

n 
d

o
cu

m
en

te
d

 a
nd

 a
ss

es
sm

en
t 

re
su

lt
s 

 

av
ai

la
b

le
 u

si
ng

 T
h

e 
Le

is
ur

e 
D

ia
g

n
o

st
ic

 B
at

te
ry

 A
ss

es
sm

en
t,

 A
ct

iv
it

y 
Ty

p
e,

  

Pr
ef

er
en

ce
 In

ve
nt

o
ry

 (p
er

m
is

si
o

n 
b

y 
si

g
ni

n
g

 a
 w

ai
ve

r 
an

d
 a

ls
o

 w
it

h 
fa

m
ily

). 
 

B
et

ty
 is

 b
ec

o
m

in
g

 m
o

re
 s

o
ci

al
 a

nd
 s

he
 is

 n
o

w
 p

la
yi

ng
 t

he
 p

ia
no

, b
ef

o
re

 s
he

 

w
as

 s
le

ep
in

g
 a

 lo
t,

 n
o

w
 s

h
e 

en
jo

ys
 t

he
 li

fe
st

yl
e 

sh
e 

u
se

d
 t

o
 h

av
e 

w
hi

ch
  

p
ro

vi
d

es
 h

er
 w

it
h

 a
n 

im
p

ro
ve

d
 q

u
al

it
y 

o
f l

if
e.

 

 

C
od

es
 o

f E
th

ic
s,

 V
al

ue
s 

an
d 

St
an

da
rd

 o
f P

ra
ct

ic
e,

 R
ec

re
at

io
n 

Th
er

ap
is

ts
, a

s 

m
em

be
rs

 o
f S

as
ka

tc
he

w
an

 A
ss

oc
ia

tio
n 

of
 R

ec
re

at
io

n 
Pr

of
es

si
on

al
s 

an
d 

 

C
an

ad
ia

n 
Th

er
ap

eu
tic

 R
ec

re
at

io
n 

A
ss

oc
ia

tio
n.

 

W
e 

va
lu

e 
pr

of
es

si
on

al
 le

ad
er

sh
ip

 in
 th

e 
le

is
ur

e 
se

rv
ic

e 
fie

ld
. 

 

 

Re
cr

ea
tio

n 
Th

er
ap

is
ts

 a
ss

es
s,

 p
la

n,
 im

pl
em

en
t a

nd
 

ev
al

ua
te

 a
nd

 c
oo

rd
in

at
e 

re
cr

ea
tio

n 
ba

se
d 

tr
ea

tm
en

t p
la

ns
 fo

r 

pe
op

le
 o

f a
ll 

ag
es

 a
nd

 a
bi

lit
ie

s.
  

Th
e 

M
ob

ile
 R

ec
re

at
io

n 
Th

er
ap

y 
se

rv
ic

e 
is

 d
el

iv
er

ed
 o

n 
si

te
 a

nd
 o

ffe
re

d 

i n
 c

lin
ic

al
, r

es
id

en
tia

l a
nd

 c
om

m
un

ity
  

s e
tt

in
gs

. 

A
n 

in
su

ra
nc

e 
is

 p
ur

ch
as

ed
 y

ea
rly

 

T o
w

n 
Bu

si
ne

ss
 L

ic
en

ce
 is

 p
ur

ch
as

ed
 y

ea
rly

 

O
rg

an
iz

at
io

ns
: C

TR
A

 a
nd

 S
A

RP
 m

em
be

rs
hi

p 
re

ne
w

al
 a

nn
ua

lly
 

O
w

n 
ve

hi
cl

e 
 

E q
ui

pm
en

t a
nd

 s
up

pl
ie

s 
 

Q
ua

lit
y 

A
ss

ur
an

ce
 c

he
ck

lis
t: 

 

Q
ua

lif
ic

at
io

ns
–

 P
ro

of
 o

f T
ra

in
in

g 

O
ng

oi
ng

 e
du

ca
tio

n 
is

 o
ffe

re
d 

w
ith

 th
e 

or
ga

ni
za

tio
ns

 

D
oc

um
en

ta
tio

n,
 P

hy
si

ci
an

s 
or

de
rs

 fo
r 

Le
is

ur
e 

m
od

ifi
ca

tio
ns

  

P h
ys

ic
al

 e
nv

iro
nm

en
t, 

ca
le

nd
ar

 fo
r 

ea
ch

 m
on

th
 

Pr
og

ra
m

 e
va

lu
at

io
n.

 

A
ct

iv
ity

 A
na

ly
si

s 
fo

rm
 c

om
pl

et
ed

 fo
r 

al
l a

ct
iv

iti
es

 o
ffe

re
d 

 

A
ct

iv
ity

 p
ro

gr
am

 r
ev

ie
w

 

P r
og

ra
m

s 
of

fe
re

d 
th

at
 m

ee
t t

he
 d

iv
er

si
ty

 o
f c

lie
nt

s 
ne

ed
s 

an
d 

ab
ili

tie
s.

 

A
dv

oc
at

e 
an

d 
re

co
m

m
en

da
tio

ns
 o

n 
a 

co
nt

in
ua

l b
as

is
 (M

ar
tin

i, 
W

ee
ks

 

a n
d 

W
irt

h 
20

11
,p

.3
03

). 

  

 

Ph
ys

ic
al

, S
oc

ia
l, 

Em
ot

io
na

l  

 

Q
ua

lit
y 

O
f L

ife
 D

om
ai

ns
  

 

Sp
iri

tu
al

 a
nd

 C
og

ni
tiv

e 
Th

er
ap

eu
tic

 P
ro

gr
am

 D
es

ig
n,

 (P
et

er
so

n,
 S

tu
m

bo
, 2

00
0,

 p
.7

9)
 

D
ev

el
op

in
g 

St
re

ng
th

s 
an

d 
Re

so
ur

ce
s 

in
  

p l
an

ni
ng

 g
oa

ls,
 d

re
am

s 
an

d 
as

pi
ra

tio
ns

, 

T h
er

ap
eu

tic
 R

ec
re

at
io

n 
Pr

ac
tic

e:
 A

 S
tr

en
gt

hs
 A

pp
ro

ac
h.

 

( A
nd

er
so

n 
an

d 
L.

H
ey

ne
, 2

01
2 

pg
.6

6 
). 

Le
is

ur
e 

A
bi

lit
y 

M
od

el
: 

Fu
nc

tio
na

l i
nt

er
ve

nt
io

n
–

 I
m

pr
ov

e 
fu

nc
tio

na
l a

bi
lit

y 

Le
is

ur
e 

Ed
uc

at
io

n–
 A

cq
ui

re
 L

ei
su

re
 K

no
w

le
dg

e 
an

d 
sk

ill
s 

 

Re
cr

ea
tio

n 
Pa

rt
ic

ip
at

io
n
–

 E
ng

ag
e 

in
 o

rg
an

iz
ed

 p
ar

tic
ip

at
io

n 
 

op
po

rt
un

iti
es

.(S
tu

m
bo

, P
et

er
so

n,
 2

00
0,

 p
.15

). 

M
ob

ile
 R

ec
re

at
io

n 
Th

er
ap

y 
Se

rv
ic

es
;  

Pr
iv

at
e 

Pr
ac

tic
e,

  I
n 

Ru
ra

l 

Sa
sk

at
ch

ew
an

 a
nd

 S
ur

ro
un

di
ng

 A
re

a.
   

   
 D

on
na

 B
os

er
Ke

lly
, R

ec
re

at
io

n 
Th

er
ap

is
t 



7

U
nd

er
st

an
di

ng
 H

ow
 R

ur
al

 P
rim

ar
y 

H
ea

lth
 C

ar
e 

Te
am

s 
C

ol
la

bo
ra

te
 T

o 
D

el
iv

er
 D

em
en

tia
 C

ar
e

Am
an

da
 F

ro
eh

lic
h 

C
ho

w,
1,

2,
3

& 
 D

eb
ra

 M
or

ga
n,

1,
2,

3
M

el
an

ie
 B

ay
ly,

1,
2,

3
Ju

lie
 K

os
te

ni
uk

 , 
1,

2,
3

Va
le

rie
 E

llio
t1,

2,
3 

& 
M

eg
an

 O
C

on
ne

ll1,
3,

4

U
ni

ve
rs

ity
 o

f S
as

ka
tc

he
w

an
1 , 

C
an

ad
ia

n 
C

en
tre

 F
or

 H
ea

lth
 a

nd
 S

af
et

y 
in

 A
gr

ic
ul

tu
re

2 , 
R

ur
al

 D
em

en
tia

 A
ct

io
n 

R
es

ea
rc

h 
Te

am
 R

aD
AR

)3 , 
D

ep
ar

tm
en

t o
f P

sy
ch

ol
og

y4

•
In

di
vi

du
al

s 
liv

in
g 

in
 ru

ra
l a

re
as

 h
av

e 
lim

ite
d 

ac
ce

ss
 to

 
de

m
en

tia
-s

pe
ci

fic
 p

rim
ar

y 
he

al
th

 c
ar

e 
(P

H
C

) s
er

vi
ce

s 
(O

gi
lv

ie
 &

 E
gg

le
to

n,
 2

01
6)

. M
or

eo
ve

r, 
lit

tle
 is

 k
no

w
n 

ab
ou

t 
th

e 
pr

oc
es

se
s 

fo
r i

nt
er

di
sc

ip
lin

ar
y 

te
am

-b
as

ed
 d

em
en

tia
 

ca
re

, p
ar

tic
ul

ar
ly

 in
 ru

ra
l s

et
tin

gs
 (M

or
ga

n 
et

 a
l.,

 2
01

5)
. 

•
R

ur
al

 D
em

en
tia

 A
ct

io
n 

R
es

ea
rc

h 
(R

aD
AR

) T
ea

m
 is

 
im

pl
em

en
tin

g 
a 

5-
ye

ar
 s

tu
dy

 to
 id

en
tif

y 
an

d 
de

ve
lo

p 
ev

id
en

ce
-b

as
ed

 b
es

t p
ra

ct
ic

es
 fo

r d
el

iv
er

in
g 

co
m

pr
eh

en
si

ve
, 

in
te

gr
at

ed
 P

H
C

 fo
r d

em
en

tia
 in

 ru
ra

l s
et

tin
gs

.

•
As

 p
ar

t o
f t

hi
s 

w
or

k 
a 

sc
op

in
g 

re
vi

ew
 o

f l
ite

ra
tu

re
 w

as
 

co
nd

uc
te

d 
to

 id
en

tif
y 

ap
pr

oa
ch

es
 to

 te
am

-b
as

ed
 P

H
C

 a
im

ed
 

at
 s

up
po

rti
ng

 th
os

e 
liv

in
g 

w
ith

 d
em

en
tia

 in
 ru

ra
l a

re
as

 
(F

ro
eh

lic
h 

C
ho

w,
 M

or
ga

n,
 B

ay
ly,

 K
os

te
in

iu
k 

& 
El

lio
t, 

In
 

re
vi

ew
). 

•
Fi

nd
in

gs
 o

f t
hi

s 
sc

op
in

g 
re

vi
ew

 in
di

ca
te

d 
th

at
 th

er
e 

w
as

 a
 

la
rg

e 
va

ria
tio

n 
in

 th
e 

de
gr

ee
 o

f c
ol

la
bo

ra
tio

n 
an

d 
in

te
ra

ct
io

n 
am

on
g 

te
am

 m
em

be
rs

. F
ur

th
er

, m
an

y 
te

am
s 

w
er

e 
lo

ca
te

d 
in

 
ur

ba
n 

ar
ea

s 
(o

ut
si

de
 o

f t
he

 ru
ra

l c
om

m
un

ity
) a

nd
 d

id
 n

ot
 

co
ns

is
t o

f l
oc

al
 ru

ra
l P

H
C

 p
ro

fe
ss

io
na

ls
.

•
Id

en
tif

ie
d 

ga
ps

 in
 th

e 
lit

er
at

ur
e 

in
cl

ud
ed

 th
e 

la
ck

 o
f 

in
fo

rm
at

io
n 

ab
ou

t t
he

 p
ro

ce
ss

es
 th

at
 P

H
C

 te
am

s 
lo

ca
te

d 
in

 
ru

ra
l a

re
as

en
ga

ge
 in

 w
he

n 
di

ag
no

si
ng

 a
nd

 m
an

ag
in

g 
th

e 
ca

re
 o

f i
nd

iv
id

ua
ls

 li
vi

ng
 w

ith
 d

em
en

tia
, a

nd
 h

ow
 te

am
s 

w
or

k 
to

 d
ev

el
op

 s
ol

ut
io

ns
 to

 b
ar

rie
rs

 fa
ce

d 
w

he
n 

im
pl

em
en

tin
g 

de
m

en
tia

 c
ar

e 
ap

pr
oa

ch
es

 in
 ru

ra
l s

et
tin

gs
.

•
To

 u
nd

er
st

an
d 

ho
w

 ru
ra

l P
H

C
 te

am
s 

ar
e 

co
lla

bo
ra

tin
g 

to
 

de
liv

er
 c

ar
e 

to
 th

os
e 

liv
in

g 
w

ith
 d

em
en

tia
. C

ol
la

bo
ra

tiv
e 

pr
oc

es
se

s 
am

on
g 

PH
C

 te
am

s 
ca

rin
g 

fo
r o

ld
er

 a
du

lts
 w

ith
 

ch
ro

ni
c 

co
nd

iti
on

s 
w

ill 
al

so
 b

e 
ex

pl
or

ed
 to

 d
et

er
m

in
e 

if 
th

es
e 

pr
oc

es
se

s 
ca

n 
be

 a
pp

lie
d 

to
 ru

ra
l d

em
en

tia
 c

ar
e.

 

1)
W

ha
t s

pe
ci

fic
 s

tra
te

gi
es

 d
o 

ru
ra

l P
H

C
 te

am
s 

ap
pl

y 
w

he
n 

w
or

ki
ng

 c
ol

la
bo

ra
tiv

el
y?

2)
W

ha
t a

re
 th

e 
ex

pe
rie

nc
es

 o
f r

ur
al

 P
H

C
 te

am
 m

em
be

rs
 w

he
n 

co
lla

bo
ra

tin
g 

to
 d

el
iv

er
 c

ar
e?

 

3)
H

as
 th

e 
R

aD
AR

 p
ro

je
ct

 c
ha

ng
ed

 th
e 

w
ay

 p
ar

tic
ip

at
in

g 
PH

C
 

te
am

s 
co

lla
bo

ra
te

 to
 p

ro
vi

de
 c

ar
e 

to
 b

ot
h 

th
os

e 
liv

in
g 

w
ith

 
de

m
en

tia
 a

nd
 o

ld
er

 a
du

lts
 w

ith
 c

hr
on

ic
 c

on
di

tio
ns

?

4)
W

ha
t a

re
 th

e 
ke

y 
ch

al
le

ng
es

 th
at

 ru
ra

l P
H

C
 te

am
s 

fa
ce

; a
nd

 
(if

 a
pp

lic
ab

le
) w

ha
t s

ol
ut

io
ns

 h
av

e 
te

am
s 

de
ve

lo
pe

d 
to

 
ov

er
co

m
e 

th
es

e 
ch

al
le

ng
es

? 

•
Th

re
e 

of
 th

e 
fo

ur
 te

am
s 

ha
ve

 b
ee

n 
id

en
tif

ie
d 

an
d 

 e
nr

ol
le

d 
w

ith
 th

e 
R

aD
AR

 p
ro

je
ct

.

•
Se

m
i-s

tru
ct

ur
ed

 in
te

rv
ie

w
 g

ui
de

 h
as

 b
ee

n 
de

ve
lo

pe
d 

to
 

fa
ci

lit
at

e 
in

te
rv

ie
w

s.

•
C

on
su

lta
tio

ns
 a

re
 u

nd
er

w
ay

 w
ith

 P
H

C
 te

am
 fa

ci
lit

at
or

s 
to

 
co

or
di

na
te

 th
e 

da
ta

 c
ol

le
ct

io
n 

lo
gi

st
ic

s 
an

d 
tim

el
in

e .

•
Th

e 
ov

er
al

l f
in

di
ng

s 
fro

m
 th

is
 s

tu
dy

 w
ill 

be
 u

se
d 

to
 in

fo
rm

 
th

e 
on

go
in

g 
re

se
ar

ch
 o

f t
he

 R
aD

AR
 te

am
 w

hi
ch

 a
im

s 
to

 
im

pl
em

en
t a

 s
us

ta
in

ab
le

 a
nd

 s
ca

la
bl

e 
PH

C
 d

em
en

tia
 

m
od

el
 fo

r r
ur

al
 c

om
m

un
iti

es
.

•
Su

cc
es

sf
ul

 s
tra

te
gi

es
 a

nd
 le

ss
on

s 
le

ar
ne

d 
w

ill 
be

 s
ha

re
d 

an
d 

in
co

rp
or

at
ed

 (w
he

re
 a

pp
lic

ab
le

) a
m

on
g 

PH
C

 te
am

s 
pa

rti
ci

pa
tin

g 
in

 th
e 

R
aD

AR
 p

ro
je

ct
 to

 e
nh

an
ce

 te
am

-b
as

ed
 

co
lla

bo
ra

tio
ns

. 

•
In

co
rp

or
at

ed
 s

tra
te

gi
es

 w
ill 

th
en

 b
e 

ev
al

ua
te

d 
fo

r 
ef

fe
ct

iv
en

es
s 

as
 p

ar
t o

f t
he

 R
aD

AR
 te

am
’s

 c
om

m
itm

en
t t

o 
de

ve
lo

pi
ng

 a
n 

in
ve

nt
or

y 
of

ev
id

en
ce

-b
as

ed
 b

es
t p

ra
ct

ic
es

 
fo

r s
up

po
rti

ng
 th

e 
de

liv
er

y 
of

 c
om

pr
eh

en
si

ve
, i

nt
eg

ra
te

d 
ru

ra
l P

H
C

 fo
r d

em
en

tia
.

•
Fr

oe
hl

ic
h 

C
ho

w,
 A

., 
M

or
ga

n.
 M

., 
Ba

yl
y,

 M
., 

Ko
st

en
iu

k,
 J

. &
 E

llio
t, 

V.
 (2

01
8)

. C
ol

la
bo

ra
tiv

e 
Ap

pr
oa

ch
es

 to
 T

ea
m

-B
as

ed
 

Pr
im

ar
y 

H
ea

lth
 C

ar
e 

fo
r I

nd
iv

id
ua

ls
 w

ith
 D

em
en

tia
 in

 R
ur

al
 a

nd
 R

em
ot

e 
Se

tti
ng

s:
 A

 S
co

pi
ng

 R
ev

ie
w.

 C
an

ad
ia

n 
Jo

ur
na

l o
n 

A
gi

ng
. I

n
Pr

in
t.

•
M

or
ga

n 
D

, K
os

te
ni

uk
 J

, S
te

w
ar

t N
, O

C
on

ne
ll 

M
, K

irk
 A

, C
ro

ss
le

y 
M

, D
al

 B
el

lo
-H

aa
s 

V,
 F

or
be

s 
D

, I
nn

es
 A

. (
20

15
). 

Av
ai

la
bi

lit
y 

an
d 

pr
im

ar
y 

he
al

th
 c

ar
e 

or
ie

nt
at

io
n 

of
 d

em
en

tia
 re

la
te

d 
se

rv
ic

es
 in

 ru
ra

l S
as

ka
tc

he
w

an
, C

an
ad

a.
 H

om
e 

H
ea

lth
 C

ar
e 

Se
rv

ic
es

 Q
ua

rte
rly

, 3
4(

3)
: 1

37
-1

58
.

•
O

gi
lv

ie
, K

. K
., 

& 
Eg

gl
et

on
, A

. (
20

16
). 

D
em

en
tia

 in
 C

an
ad

a:
 A

 N
at

io
na

l S
tra

te
gy

 fo
r D

em
en

tia
-fr

ie
nd

ly
 C

om
m

un
iti

es
. 

R
et

rie
ve

d 
fro

m
 h

ttp
://

w
w

w.
al

zh
ei

m
er

.c
a/

~/
m

ed
ia

/F
ile

s/
na

tio
na

l/A
dv

oc
ac

y/
SO

C
I_

6t
hR

ep
or

t_
D

em
en

tia
In

C
an

ad
a-

W
EB

_e
.p

df

Ta
bl

e 
1.

   
D

es
cr

ip
tio

n 
of

 P
rim

ar
y 

H
ea

lth
 C

ar
e 

Te
am

s 
en

ro
lle

d 
in

 th
e 

st
ud

y

B
ac

kg
ro

un
d

Pu
rp

os
e

M
et

ho
ds

G
ui

di
ng

 R
es

ea
rc

h 
Q

ue
st

io
ns

Im
pa

ct

R
ef

er
en

ce
s

Te
am

 1
Te

am
 2

Te
am

 3
•

PH
C

 T
ea

m
 e

st
ab

lis
he

d 
in

 
20

13
•

Po
pu

la
tio

n:
 1

,1
40

 p
lu

s 
su

rro
un

di
ng

 a
re

a
•

7 
m

em
be

rs
•

3 
fa

m
ily

 p
hy

si
ci

an
s

•
1 

nu
rs

e 
pr

ac
tit

io
ne

r
•

1 
oc

cu
pa

tio
na

l t
he

ra
pi

st
•

2 
ho

m
e 

ca
re

 n
ur

se
s

•
PH

C
 T

ea
m

 e
st

ab
lis

he
d 

in
 

20
14

•
Po

pu
la

tio
n:

 1
0,

87
0 

pl
us

 
su

rro
un

di
ng

 a
re

a
•

10
 m

em
be

rs
•

4 
fa

m
ily

 p
hy

si
ci

an
s

•
1 

nu
rs

e 
pr

ac
tit

io
ne

r
•

1 
oc

cu
pa

tio
na

l t
he

ra
pi

st
•

1 
ho

m
e 

ca
re

 n
ur

se
s

•
3 

so
ci

al
 w

or
ke

rs

•
PH

C
 T

ea
m

 E
st

ab
lis

he
d 

in
 2

01
0

•
Po

pu
la

tio
n 

ap
pr

ox
im

at
el

y 
2,

00
0 

ac
ro

ss
 

th
re

e 
co

m
m

un
iti

es
•

8 
m

em
be

rs
•

3 
fa

m
ily

 p
hy

si
ci

an
s

•
1 

nu
rs

e 
pr

ac
tit

io
ne

r
•

2 
ho

m
e 

ca
re

 n
ur

se
s

•
1 

oc
cu

pa
tio

n 
th

er
ap

is
t

•
1 

ph
ys

ic
al

 th
er

ap
is

t

W
or

k 
to

 D
at

e

•
Th

is
 s

tu
dy

 w
ill 

be
 g

ui
de

d 
by

 a
 c

om
m

un
ity

-b
as

ed
 re

se
ar

ch
 

ap
pr

oa
ch

 a
nd

 e
m

pl
oy

 a
 m

ix
ed

 m
et

ho
ds

 d
es

ig
n.

 

•
P

ar
tic

ip
an

ts
 w

ill 
in

cl
ud

e 
4 

ru
ra

l P
H

C
 te

am
s 

fro
m

 s
ou

th
er

n 
Sa

sk
at

ch
ew

an
 w

ho
 a

re
 c

ur
re

nt
ly

 w
or

ki
ng

 w
ith

 th
e 

R
aD

AR
 

pr
oj

ec
t.

•
D

at
a 

w
ill 

be
 c

ol
le

ct
ed

 fr
om

 th
e 

fo
llo

w
in

g 
so

ur
ce

s:
1)

In
fo

rm
at

io
n 

ab
ou

t P
H

C
 te

am
 m

em
be

rs
’ e

xp
er

ie
nc

es
 

an
d 

st
ra

te
gi

es
 a

ss
oc

ia
te

d 
w

ith
 c

ol
la

bo
ra

tiv
e 

ca
re

 w
ill 

be
 a

ss
es

se
d 

vi
a 

on
e-

on
-o

ne
 in

te
rv

ie
w

s 
w

ith
 P

H
C

 
te

am
 m

em
be

rs
. 

2)
D

ire
ct

 o
bs

er
va

tio
n 

at
 P

H
C

 te
am

 m
ee

tin
gs

 a
nd

 
do

cu
m

en
t r

ev
ie

w
 m

et
ho

ds
 w

ill 
be

 e
m

pl
oy

ed
 to

 g
at

he
r 

fu
rth

er
 in

fo
rm

at
io

n 
ab

ou
t p

ar
tic

ip
an

t e
xp

er
ie

nc
es

 a
nd

 
be

tte
r u

nd
er

st
an

d 
ho

w
 P

H
C

 te
am

s 
co

lla
bo

ra
te

. 
3)

An
nu

al
 s

ur
ve

y 
da

ta
 c

ol
le

ct
ed

 b
y 

PH
C

 F
ac

ilit
at

or
s 

th
at

 
in

cl
ud

e 
m

ea
su

re
s 

of
 in

te
rd

is
ci

pl
in

ar
y 

co
lla

bo
ra

tio
n 

w
ith

in
 P

H
C

 te
am

s 
w

ill 
al

so
 b

e 
 re

vi
ew

ed
 fo

r 
se

co
nd

ar
y 

an
al

ys
is

.

•
Th

em
at

ic
 a

na
ly

si
s 

w
ill 

be
 e

m
pl

oy
ed

 to
 id

en
tif

y 
ty

pe
s 

of
 

st
ra

te
gi

es
 re

po
rte

d 
du

rin
g 

on
e-

on
-o

ne
 in

te
rv

ie
w

s.
 

•
An

al
ys

is
 o

f d
ire

ct
 o

bs
er

va
tio

n 
an

d 
do

cu
m

en
t r

ev
ie

w
 w

ill 
as

si
st

 
in

 c
on

fir
m

in
g 

or
 re

fu
tin

g 
th

em
es

 id
en

tif
ie

d 
in

 th
e 

in
te

rv
ie

w
 d

at
a.

 
R

et
ro

sp
ec

tiv
e 

an
al

ys
is

 o
f s

ur
ve

y 
da

ta
 w

ill 
be

 u
se

d 
to

 ra
nk

 
pa

rti
ci

pa
tin

g 
PH

C
 te

am
s 

by
 d

eg
re

e 
of

 in
te

rd
is

ci
pl

in
ar

y 
co

lla
bo

ra
tio

n.

•
D

at
a 

tri
an

gu
la

tio
n 

w
ill 

su
pp

or
t c

ro
ss

 v
er

ifi
ca

tio
n 

of
  t

he
 d

at
a 

ga
th

er
ed

 fr
om

 e
ac

h 
m

et
ho

d 
(in

te
rv

ie
w

s,
 d

ire
ct

 o
bs

er
va

tio
n,

 
do

cu
m

en
t r

ev
ie

w
 a

nd
 s

ur
ve

ys
); 

in
 tu

rn
 in

cr
ea

si
ng

 th
e 

cr
ed

ib
ilit

y 
an

d 
va

lid
ity

 o
f t

he
 re

su
lts

.



8

A 
Co

m
m

un
ity

 C
ho

ir 
to

 Fa
cil

ita
te

 P
sy

ch
os

oc
ia

l a
nd

 C
og

ni
tiv

e 
He

al
th

 
fo

r C
ar

eg
iv

er
s a

nd
 P

er
so

ns
 w

ith
 D

em
en

tia
 

G
re

w
al

, K
.S

.1,
4

Sh
ee

ts
, D

.2,
4,

Sm
ith

, A
.P

.3,
4 , 

Tr
ite

s,
 M

.1,
4 , 

Ke
nn

ed
y,

 M
.5 ,

 M
ac

D
on

al
d,

 S
.W

.S
.1,

4

1 D
ep

ar
tm

en
t o

f P
sy

ch
ol

og
y,

 U
ni

ve
rs

ity
 o

f V
ic

to
ria

, 2
D

ep
ar

tm
en

t o
f N

ur
si

ng
 U

ni
ve

rs
ity

 o
f V

ic
to

ria
, 3

D
ep

ar
tm

en
t o

f S
oc

io
lo

gy
, U

ni
ve

rs
ity

 o
f V

ic
to

ria
,

4 In
st

itu
te

 o
f A

gi
ng

 a
nd

 L
ife

lo
ng

 H
ea

lth
, U

ni
ve

rs
ity

 o
f V

ic
to

ria
, 5

D
ep

ar
tm

en
t o

f M
us

ic
, U

ni
ve

rs
ity

 o
f V

ic
to

ria

Ra
tio

na
le

Pa
rt

ici
pa

nt
s

De
sig

n

•
D

em
en

tia
s 

in
 g

en
er

al
, a

nd
 A

lz
he

im
er

’s
 d

is
ea

se
 (A

D
) i

n 
pa

rt
ic

ul
ar

, c
au

se
 p

ro
gr

es
si

ve
 n

eu
ro

de
ge

ne
ra

tio
n 

im
pa

ct
in

g 
ps

yc
ho

so
ci

al
 fu

nc
tio

n 
an

d 
co

gn
iti

ve
 fr

ai
lty

1,
2 .

•
N

on
ph

ar
m

ac
ol

og
ic

al
 in

te
rv

en
tio

ns
 h

av
e 

pr
ev

io
us

ly
 s

ho
w

n 
pr

om
is

e 
in

 s
lo

w
in

g 
de

m
en

tia
-r

el
at

ed
 d

ec
lin

e3 .
•

Co
m

m
un

ity
 c

ho
irs

 m
ay

 e
lu

ci
da

te
 b

en
ef

its
 fo

r 
bo

th
 c

ar
eg

iv
er

s 
(C

G
) a

nd
 p

er
so

ns
 w

ith
 d

em
en

tia
4

(P
w

D
):

 e
ng

ag
in

g 
bo

dy
 a

nd
 

m
in

d,
 a

s 
w

el
l a

s 
le

ss
en

in
g 

ot
he

r 
bu

rd
en

s 
(e

.g
., 

st
re

ss
, 

is
ol

at
io

n)
5,

6,
7 .

•
Th

is
 s

tu
dy

 e
xa

m
in

ed
 th

e 
ef

fe
ct

 o
f c

om
m

un
ity

 c
ho

ir
 

pa
rt

ic
ip

at
io

n 
on

 p
sy

ch
os

oc
ia

l (
e.

g.
, d

ep
re

ss
iv

e 
sy

m
pt

om
s)

 &
 

co
gn

iti
ve

 (e
.g

., 
m

em
or

y)
 h

ea
lth

 o
f P

w
D

&
 th

ei
r 

ca
re

gi
ve

rs
.

Re
su

lts

M
or

e 
In

fo
rm

at
io

n

Re
fe

re
nc

es

Co
nc

lu
sio

ns

Re
se

ar
ch

 Q
ue

st
io

ns
1.

D
oe

s 
co

m
m

un
ity

 c
ho

ir
 p

ar
tic

ip
at

io
n 

im
pr

ov
e 

th
e 

co
gn

iti
ve

 
fu

nc
tio

n 
of

 P
w

D
an

d 
th

ei
r 

ca
re

gi
ve

rs
?

2.
D

oe
s 

co
m

m
un

ity
 c

ho
ir

 p
ar

tic
ip

at
io

n 
re

du
ce

 d
ep

re
ss

iv
e 

si
gn

s 
an

d 
sy

m
pt

om
ol

og
y 

of
 P

w
D

an
d 

th
ei

r 
ca

re
gi

ve
rs

?

•
Pa

rt
ic

ip
an

ts
 (i

ni
tia

lly
 n

=2
8)

 in
cl

ud
ed

 m
em

be
rs

 fr
om

 th
e 

fir
st

 
of

 th
re

e 
pl

an
ne

d 
co

ho
rt

s.
•

3 
pa

rt
ic

ip
an

ts
 c

ho
se

 to
 w

ith
dr

aw
 p

ri
or

 to
 th

e 
ba

se
lin

e 
as

se
ss

m
en

t r
es

ul
tin

g 
in

 a
 to

ta
l o

f n
=2

5 
at

 b
as

el
in

e.

•
In

 k
ee

pi
ng

 w
ith

 a
 p

hi
lo

so
ph

y 
of

 th
e 

CF
N

, o
ur

 d
es

ig
n 

en
co

ur
ag

ed
 p

ar
tic

ip
an

ts
 to

 b
ec

om
e 

in
vo

lv
ed

 in
 th

e 
re

se
ar

ch
 

pr
oc

es
s 

(e
g.

as
si

st
in

g 
in

 p
ar

tic
ip

an
t r

ec
ru

itm
en

t)
. 

•
Th

is
 in

ve
st

ig
at

io
n 

em
pl

oy
ed

 a
 lo

ng
itu

di
na

l b
ur

st
 d

es
ig

n,
 w

ith
 

da
ta

 b
ei

ng
 c

ol
le

ct
ed

 a
t a

n 
in

iti
al

 b
as

el
in

e 
as

se
ss

m
en

t a
nd

 fo
r 

3 
fo

llo
w

-u
p 

vi
si

ts
.

•
Be

tw
ee

n 
as

se
ss

m
en

ts
, a

ll 
pa

rt
ic

ip
an

ts
 a

tt
en

de
d 

th
e 

co
m

m
un

ity
 c

ho
ir

 o
nc

e 
pe

r 
w

ee
k,

 c
ul

m
in

at
in

g 
in

 a
 fi

na
l 

pe
rf

or
m

an
ce

 fo
llo

w
in

g 
th

e 
la

st
 a

ss
es

sm
en

t.
•

A
ss

es
sm

en
ts

 in
cl

ud
ed

 m
ar

ke
rs

 o
f s

oc
ia

l i
nc

lu
si

on
, h

ea
lth

, 
af

fe
ct

, c
og

ni
tio

n,
 d

ep
re

ss
io

n,
 q

ua
lit

y 
of

 li
fe

, a
nd

 
ne

ur
op

sy
ch

ol
og

ic
al

 fu
nc

tio
n.

 

Ba
se

lin
e

T1
T2

T3

M
ea

su
re

s

1.
 W

et
ze

ls
R.

, Z
ui

de
m

a
S.

, J
an

se
n 

L.
, V

er
he

y
F.

, K
oo

pm
an

s 
R.

 In
te

rn
at

io
na

l p
sy

ch
og

er
ia

tr
ics

/ I
PA

. 2
01

0.
;2

. 
D

ug
eo

n
S.

 A
lz.

 S
oc

. o
f C

an
ad

a.
 2

01
0.

; 3
. S

am
pa

th
 P

., 
Fo

rb
es

 D
., 

Ba
rt

on
 S

., 
Bl

ak
e 

C.
 P

er
sp

ec
tiv

es
. 2

01
5.

; 4
. R

ud
a

K.
, 

J. 
R.

 N
eu

ro
ps

yc
hi

at
ria

in
eu

ro
ps

yc
ho

lo
gi

a.
 2

01
3.

; 5
. M

or
an

-E
lli

s 
J.,

 A
le

xa
nd

er
 V

.D
., 

Cr
on

in
 A

. S
AG

E,
20

06
.; 

6.
 E

lli
ot

t 
M

, G
ar

dn
er

 P
. D

em
en

tia
 (L

on
do

n)
. 2

01
6.

; 7
. S

co
tt

 S
.C

.E
., 

Ki
dd

 A
.C

. E
ur

o.
 G

er
. M

ed
. (

20
16

).
8.

 F
ol

st
ei

n,
 M

., 
Fo

ls
te

in
, S

.E
., 

M
cH

ug
h,

 P
.R

. J
ou

rn
al

 o
f P

sy
ch

ia
tr

ic 
Re

se
ar

ch
. 1

97
5.

; 9
. H

ul
ts

ch
D

.F
., 

H
er

tz
og

 C
., 

D
ix

on
, R

.A
., 

Sm
al

l B
J. 

Ca
m

br
id

ge
 U

ni
v. 

Pr
es

s. 
19

98
.; 

Kr
oe

nk
e 

K.
, S

pi
tz

er
 R

.L
., 

W
ill

ia
m

s 
J.B

.J
. o

f G
en

. I
nt

. M
ed

. 2
00

1.

In
te

rv
en

ti
on

Fi
na

l 
Pe

rf
or

m
an

ce

St
at

ist
ica

l P
ro

ce
du

re

Ch
ar

ac
te

ris
tic

Ca
re

gi
ve

rs
Pe

rs
on

s w
ith

 
De

m
en

tia
n

13
12

Ag
e

67
.6

2 
(7

.2
4)

78
.6

7 
(9

.6
7)

Se
x

4 
m

al
e;

 9
 fe

m
al

e
4 

m
al

e;
 8

 fe
m

al
e

M
ea

n 
Ed

uc
at

io
n 

Le
ve

l
Ba

ch
el

or
’s

 D
eg

re
e

Ba
ch

el
or

’s
 D

eg
re

e

1)
 M

in
i M

en
ta

l S
ta

te
 E

xa
m

in
at

io
n 

(M
M

SE
)

•
30

 p
oi

nt
 q

ue
st

io
nn

ai
re

 e
xa

m
in

in
g 

gl
ob

al
 c

og
ni

ti
on

8
th

ro
ug

h 
th

e 
fo

llo
w

in
g 

do
m

ai
ns

:
-O

ri
en

ta
ti

on
/R

eg
is

tr
at

io
n

-A
tt

en
ti

on
/C

al
cu

la
ti

on
-R

ec
al

l
-L

an
gu

ag
e

2)
 W

or
d 

Re
ca

ll
•

M
ea

su
re

 o
f e

pi
so

di
c 

m
em

or
y 

ba
se

d 
on

 H
ul

ts
ch

et
 a

l. 
19

98
9 .

•
30

 w
or

ds
 b

el
on

gi
ng

 to
 d

is
cr

et
e 

ca
te

go
ri

es
 (i

ns
ec

ts
, 

fu
rn

it
ur

e,
 fa

br
ic

, s
pi

ce
s,

 fa
m

ily
 d

es
ig

na
ti

on
s)

 w
er

e 
pr

es
en

te
d 

in
 a

 m
ix

ed
 li

st
 fo

rm
at

.
•

Pa
rt

ic
ip

an
ts

 w
er

e 
gi

ve
n 

2 
m

in
ut

es
 to

 s
tu

dy
 th

e 
w

or
ds

 &
 5

 
m

in
ut

es
 to

 re
ca

ll 
th

em
.

3)
 P

at
ie

nt
 H

ea
lth

 Q
ue

st
io

nn
ai

re
 9

 (P
HQ

-9
) 

A
 s

co
re

 ≤
 2

3 
is

 
in

di
ca

ti
ve

 o
f c

og
ni

ti
ve

 
im

pa
ir

m
en

t

•
9 

qu
es

ti
on

 in
st

ru
m

en
t 

fo
r 

sc
re

en
in

g,
 d

ia
gn

os
in

g,
 &

 
m

on
ito

ri
ng

 s
ig

ns
 a

nd
 s

ym
pt

om
s 

of
 d

ep
re

ss
io

n10
.

•
D

SM
-IV

 c
ri

te
ri

a 
is

 c
om

bi
ne

d 
w

it
h 

ot
he

r 
m

aj
or

 s
ym

pt
om

s 
to

 
fa

ci
lit

at
e 

de
ri

vi
ng

 a
 s

um
m

ar
y 

sc
or

e 
re

fle
ct

in
g 

in
di

vi
du

al
 

di
ff

er
en

ce
s 

in
 d

ep
re

ss
iv

e 
sy

m
pt

om
s.

•
Pr

el
im

in
ar

y 
fin

di
ng

s 
fo

r 
Pw

D
in

di
ca

te
d

si
gn

ifi
ca

nt
 e

pi
so

di
c 

m
em

or
y 

im
pr

ov
em

en
tw

ith
 a

 s
im

ila
r 

tr
en

d 
ob

se
rv

ed
 fo

r 
M

M
SE

 ga
in

s.
•

Ca
re

gi
ve

rs
 e

xh
ib

ite
d 

si
gn

ifi
ca

nt
 re

du
ct

io
n 

in
 d

ep
re

ss
iv

e 
sy

m
pt

om
s o

n 
th

e 
PH

Q-
9;

 c
or

re
sp

on
di

ng
 ga

in
s i

n 
ep

iso
di

c 
m

em
or

y
w

er
e 

se
en

 fo
r 

ca
re

gi
ve

rs
. 

•
Ch

oi
rs

 a
re

 a
n 

in
ex

pe
ns

iv
e 

an
d 

so
ci

al
ly

-f
oc

us
ed

 in
te

rv
en

tio
n 

th
at

 c
ou

ld
 h

av
e 

fa
r-

re
ac

hi
ng

 im
pl

ic
at

io
ns

, r
ed

uc
in

g 
he

al
th

ca
re

 c
os

ts
 a

nd
 e

nh
an

ci
ng

 q
ua

lit
y 

of
 li

fe
 fo

r 
Pw

D
an

d 
th

ei
r 

ca
re

gi
ve

rs
. 

Lim
ita

tio
ns

 a
nd

 Fu
tu

re
 D

ire
ct

io
ns

•
A

 p
ri

m
ar

y 
lim

ita
tio

n 
is

 th
e 

sm
al

l s
am

pl
e 

si
ze

 a
nd

 it
s 

im
pl

ic
at

io
ns

 fo
r 

th
e 

qu
an

tit
at

iv
e 

m
od

el
in

g;
 d

at
a 

w
ill

 b
e 

po
ol

ed
 a

cr
os

s 
th

e 
ne

xt
 tw

o 
co

ho
rt

s 
to

 a
dd

re
ss

 th
is

 is
su

e.
 

•
Th

er
e 

is
 a

 c
ei

lin
g 

ef
fe

ct
 fo

r 
th

e 
M

M
SE

, c
om

m
on

 fo
r 

he
al

th
y 

po
pu

la
tio

ns
 o

f t
hi

s 
ag

e,
 li

m
iti

ng
 e

lu
ci

da
tio

n 
of

 c
ar

eg
iv

er
 

be
ne

fit
 fo

r 
th

is
 m

ea
su

re
 o

f g
lo

ba
l c

og
ni

tio
n.

•
Be

gi
nn

in
g 

in
 S

ep
te

m
be

r, 
an

 a
dd

iti
on

al
 2

 c
om

m
un

ity
-

dw
el

lin
g 

co
ho

rt
s 

as
 w

el
l a

s 
a 

re
si

de
nt

ia
l c

ar
e 

co
ho

rt
 w

ill
 b

e 
un

de
rt

ak
in

g 
th

e 
ch

oi
r 

in
iti

at
iv

e.

Ch
an

ge
 In

 Fu
nc

tio
n 

Ac
ro

ss
 In

te
rv

en
tio

n

•
M

ul
ti

le
ve

l m
od

el
lin

g 
w

as
 e

m
pl

oy
ed

 to
 in

de
x 

ch
an

ge
s 

in
 

pe
rf

or
m

an
ce

 a
nd

 fu
nc

ti
on

 p
ur

su
an

t 
to

 c
ho

ir
 p

ar
ti

ci
pa

ti
on

. 
•

M
od

el
s 

em
pl

oy
ed

 fu
ll 

in
fo

rm
at

io
n 

m
ax

im
um

 li
ke

lih
oo

d 
to

 
pr

ov
id

e 
ro

bu
st

ne
ss

 in
 r

es
po

ns
e 

to
 lo

ng
it

ud
in

al
 a

tt
ri

ti
on

.
•

Ch
an

ge
 in

 c
og

ni
ti

on
 a

nd
 d

ep
re

ss
iv

e 
sy

m
pt

om
s 

w
as

 m
od

el
ed

 
as

 a
 fu

nc
ti

on
 o

f t
im

e 
(w

ee
ks

) s
in

ce
 b

as
el

in
e 

as
se

ss
m

en
t 

an
d 

co
gn

it
iv

e 
st

at
us

 s
ub

gr
ou

p.

Ka
rl

 G
re

w
al

 w
as

 s
up

po
rt

ed
 b

y 
th

e 
CF

N
 S

um
m

er
 S

tu
de

nt
 A

w
ar

d.
 T

hi
s 

pr
oj

ec
t w

as
 s

up
po

rt
ed

 b
y 

gr
an

ts
 fr

om
 th

e 
A

lz
he

im
er

's
 S

oc
ie

ty
 o

f C
an

ad
a 

&
 th

e 
Pa

ci
fic

 A
lz

he
im

er
’s

 R
es

ea
rc

h 
Fo

un
da

ti
on

.  

1015202530

0
1

2
3

MMSE

W
av

e 
of

 A
ss

es
sm

en
t

Ca
re

gi
ve

r

Pw
AD

01234567

0
1

2
3

PHQ-9

W
av

e 
of

 A
ss

es
sm

en
t

Ca
re

gi
ve

r

Pw
AD

051015202530

0
1

2
3

Word Recall 

W
av

e 
of

 A
ss

es
sm

en
t

Ca
re

gi
ve

r

Pw
AD

p 
< 

0.
05

*

p 
< 

0.
05

*

p 
= 

0.
00

1*

p 
= 

0.
05

5

Q1
: D

oe
s c

ho
ir 

pa
rt

ici
pa

tio
n 

im
pr

ov
e 

co
gn

iti
on

?
M

M
SE

 M
od

el
B

SE
t

P 
va

lu
e

In
te

rc
ep

t
29

.5
4

0.
91

32
.3

3
< 

0.
00

1*
Ti

m
e

-0
.0

7
0.

27
-0

.2
6

0.
79

9
St

at
us

-9
.1

5
1.

29
-7

.0
8

< 
0.

00
1*

Ti
m

e 
* 

St
at

us
0.

62
0.

38
1.

66
0.

11
4

W
. R

ec
. M

od
el

B
SE

t
P 

va
lu

e
In

te
rc

ep
t

16
.0

0
1.

04
15

.3
4

< 
0.

00
1*

Ti
m

e
1.

23
0.

36
3.

41
0.

00
1*

St
at

us
-1

3.
24

1.
50

-8
.8

0
< 

0.
00

1*
Ti

m
e 

* 
St

at
us

-0
.9

4
0.

51
-1

.8
4

0.
07

2

In
te

rp
re

tin
g 

th
e 

M
od

el
s

In
te

rc
ep

t:
Pe

rf
or

m
an

ce
 o

f t
he

 
CG

 a
t b

as
el

in
e.

Ti
m

e:
Ch

an
ge

 in
 m

ea
su

re
 fo

r 
CG

 p
er

 u
ni

t i
nc

re
as

e 
in

 ti
m

e.

St
at

us
:B

as
el

in
e 

di
ff

er
en

ce
 b

/w
 

CG
 &

 P
w

D
on

 m
ea

su
re

.

Ti
m

e*
St

at
us

: D
iff

er
en

ce
 in

 
sl

op
e 

b/
w

 C
G

 a
nd

 P
w

D
.

Q2
: D

oe
s t

he
 ch

oi
r l

es
se

n 
de

pr
es

siv
e 

sig
ns

 &
 sy

m
pt

om
s?

PH
Q-

9 
M

od
el

B
SE

t
P 

va
lu

e
In

te
rc

ep
t

4.
82

1.
07

4.
50

< 
0.

00
1*

Ti
m

e
-1

.1
0

0.
27

-4
.0

1
< 

0.
00

1*
St

at
us

-1
.3

6
1.

55
-0

.8
8

0.
38

8
Ti

m
e 

* 
St

at
us

0.
57

0.
39

1.
43

0.
15

6

Sl
op

es
 fo

r 
ch

an
ge

 in
 p

er
fo

rm
an

ce
 o

ve
r 

tim
e 

w
er

e 
de

ri
ve

d 
fo

r 
al

l 
m

ea
su

re
s,

 w
ith

 c
ar

eg
iv

er
s 

sp
ec

ifi
ed

 a
s 

th
e 

re
fe

re
nc

e 
gr

ou
p 

(c
od

ed
 a

s 
0)

. I
n 

tw
o 

in
st

an
ce

s 
(W

or
d 

Re
ca

ll 
&

PH
Q-

9)
, r

at
e 

of
 c

ha
ng

e 
fo

r 
th

e 
ca

re
gi

ve
r 

ac
hi

ev
ed

 s
ig

ni
fic

an
ce

. F
or

 p
er

so
ns

 w
ith

 d
em

en
tia

, a
 

si
gn

ifi
ca

nt
 g

ai
n 

in
 w

or
d 

re
ca

ll
&

 a
 tr

en
d 

to
w

ar
d 

si
gn

ifi
ca

nt
ga

in
 in

 
M

M
SE

w
as

 o
bs

er
ve

d.
 

In
te

rp
re

tin
g 

th
e 

M
od

el

In
te

rc
ep

t:
Pe

rf
or

m
an

ce
 o

f t
he

 
CG

 a
t b

as
el

in
e.

Ti
m

e:
Ch

an
ge

 in
 m

ea
su

re
 fo

r 
CG

 p
er

 u
ni

t i
nc

re
as

e 
in

 ti
m

e.

St
at

us
:B

as
el

in
e 

di
ff

er
en

ce
 

b/
w

 C
G

 &
 P

w
D

on
 m

ea
su

re
.

Ti
m

e*
St

at
us

: D
iff

er
en

ce
 in

 
sl

op
e 

b/
w

 C
G

 a
nd

 P
w

D
.



9

Supporting a New Caregiving 
Community towards Improved Wellness
Lorraine Holtslander, RN, PhD, CHPCN(c),   Shelley Peacock, RN, PhD, Kristen Haase, RN, PhD,                      
Megan O’Connell, PhD, R.D. Psych   Naqsh Kochar, MBA,   Heidi Derksen, RN, BSN, MN student 

Jillian Gushulak, RN, BSN

, RN, PhD,                      

Participants previous experience with technology varied

“I am very much of a dinosaur when it comes to phones.”

“I’ve had decades of being a caregiver. I have been what you might call a tech – a 
digital evangelist.” 

Participants use of technology in caregiving prior to 
the focus groups

“For me I haven’t used technology a lot up to this point so I don’t know if it is something I would 
delve into and I think the reason is that I get my information from the society  [for the diagnosis my 
partner has] and from their publications so I don’t feel like I need to go further than that….I think 
what would help for me is an online support group for people who have [the same diagnosis as my 

partner] and I haven’t looked for one but I’m sure there must be something out there.”

“I’m one of those people that as soon as I got the diagnosis [for my partner] I went to google, the 
internet to check for everything for [their diagnosis].” 

“Yah, I’ve used technology to look up and Google stuff and also creative ways of getting funding.”
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OBJECTIVES
Family carers are the backbone of the health care system, expected to provide care and support for an increasing number of older adults requiring palliative care to remain in 
their homes and communities. Carers often experience negative impact on their quality of life as well as emotional and physical exhaustion; therefore they require more support 
than they currently receive [1]. Given the growing role of technology in our everyday lives, the potential of internet-based tools to assist with caregiving is significant; however, 
further research is required to develop appropriate internet-based tools for caregiving needs [2]. The purpose of this research is to develop an accessible, feasible, innovative, 
and community-based technological application, or app, to create a community of carers, where they can find information, support, and explore options for respite. 

METHODS
Mixed methods and Agile methodology are being used to develop and test an app with and for family carers [3]. The interdisciplinary research team consists of family carers, a 
community partner, and an app developer. Data collection consists of a multiple-baseline design for quantitative measures and qualitative data from focus groups. Agile requires 
continuous teamwork, incremental cycles of development, cooperative relationships, and an adaptive feedback cycle. 

RESULTS
During Stage 1 of this research project, four focus groups were 
conducted with eight family caregivers to guide the app 
developer to form virtual caregiving communities, provide 
information and resources, and improve wellness. Quantitative 
data measuring each participant’s social networks, levels of 
depression, social support, and satisfaction with life was 
obtained at the beginning of the study and tracked in and after 
subsequent focus groups. Currently, the quantitative data has 
showed no significant results due to the application only being 
released for the Stage 2 of the project. Qualitative data was 
collected through discussion questions and participant 
interactions, revealing the multiple roles caregivers take on and 
a diversity in their use of smartphone technology and the ways 
in which technology can be used to improve lives. See the 
charts below with data results. 

CONCLUSION
These results provide evidence that these apps can improve the 
carer experience and improve social connectedness. 
Participants also showed that there are many ways that the 
application can be tailored to their experiences and aid in their 
caregiving experience. The app developer is now taking the 
data from the focus groups and using it in changing and 
developing the app. 

FUTURE STEPS
The application is being improved and tested 
through the Agile Methodology method. Four 
more focus groups are being conducted to 
collect more data on the application and to 
tailor the application towards the carer 
experience. The public application launch is 
scheduled for the spring of 2019.

Examples of the 
application

Participant demographics from the 
first focus groups 

The graphics to the left 
show the themes found 
in the transcripts where 
participants identified 
their uses and wishes 
for technology

The graphics to the 
right show the major 
themes that the focus 
group participants 
identified as being 
important in the app 
development
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