
Principles of G
ood Transitions 3

Life Shortening Conditions Supplem
ent, CH

AS



3

Introduction

T
his g

u
id

an
ce is in

ten
d

ed
 to

 b
e u

sed
 alo

n
g

sid
e th

e n
ew

ly lau
n

ch
ed

 P
rin

cip
les o

f 
G

o
o

d
 Tran

sitio
n

s 3 (2017
). It is h

o
p

ed
 this g

u
id

an
ce w

ill p
ro

vid
e sp

ecifi
c in

fo
rm

atio
n 

fo
r anyo

n
e w

h
o

 is su
p

p
o

rtin
g

 a yo
u

n
g

 p
erso

n w
ith a life

-sh
o

rten
in

g
 o

r life
-

th
reaten

in
g

 co
n

d
itio

n
. Yo

u
n

g
 p

eo
p

le w
ith life sh

o
rten

in
g

 co
n

d
itio

n
s have co

m
p

lex 
h

ealth n
eed

s an
d

 w
ill o

ften req
u

ire sp
ecialist p

alliative care, an
d

 it is im
p

o
rtan

t to
 

have an u
n

d
erstan

d
in

g
 o

f th
ese services as w

ell as an u
n

d
erstan

d
in

g
 o

f th
e im

p
act o

f 
livin

g
 w

ith su
ch a d

iag
n

o
sis. 

A
utho

r: W
ritten o

n B
ehalf o

f C
H

A
S b

y 
C

laire Turnb
ull

Sup
p

o
rt@

chas.o
rg

.uk

0131 444 1900

C
hild

ren’s H
o

sp
ices A

cro
ss Sco

tland
 is 

a trad
ing

 nam
e o

f C
hild

ren’s H
o

sp
ice 

A
sso

ciatio
n Sco

tland
. A

 Sco
ttish charity 

and
 a co

m
p

any lim
ited

 b
y g

uarantee. 
Sco

ttish charity num
b

er SC
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R
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b
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R
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ffi
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C

o
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raig
lo
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Ed
inb

urg
h EH

14 1LT.

D
ecem

b
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Background to CH
AS and our transition w

ork

T he Sco
ttish Transitio

n Fo
rum

 have an existing
 relatio

nship
 w

ith C
H

A
S.  They are 

b
o

th m
em

b
ers o

f the To
g

ether fo
r Sho

rt Lives ‘reg
io

nal actio
n g

ro
up

’ (R
A

G
) and

 w
o

rk 
in p

artnership
 to

 ensure transitio
ns exp

erience fo
r yo

ung
 p

eo
p

le w
ith life sho

rtening
 

co
nd

itio
ns is p

o
sitive, and

 that their need
s are hig

hlig
hted

.

C
hild

ren’s H
o

sp
ices A

cro
ss Sco

tland
, b

etter kno
w

n as C
H

A
S, is the natio

nal child
ren’s 

ho
sp

ice service. W
e care fo

r child
ren w

ith a life sho
rtening

 co
nd

itio
n and

 their fam
ily, 

w
herever they are in Sco

tland
. Three child

ren d
ie every w

eek in Sco
tland

 fro
m

 an 
incurab

le co
nd

itio
n. R

ig
ht no

w
, C

H
A

S can o
nly reach o

ne in three o
f these fam

ilies. 
W

e are d
eterm

ined
 to

 reach them
 all, b

ecause w
e help

 fam
ilies to

 celeb
rate the lives 

o
f their child

ren w
hilst they are to

g
ether and

 to
 ho

no
ur their m

em
o

ry after they 
have d

ied
. W

e b
elieve every fam

ily sho
uld

 have this o
p

p
o

rtunity.

C
H

A
S cares fo

r the w
ho

le fam
ily at o

ur tw
o

 p
urp

o
se b

uilt child
ren’s ho

sp
ices and

 also
 

thro
ug

h o
ur C

H
A

S at H
o

m
e team

, w
ho

 b
ring

 o
ur services into

 fam
ilies’ ho

m
es, and

 
o

ur staff w
ho

 w
o

rk in ho
sp

itals and
 co

m
m

unities acro
ss Sco

tland
. W

herever and
 

w
henever they need

 us, w
e are d

eterm
ined

 to
 b

e there fo
r every fam

ily.

C
H

A
S Transitio

n Team
 w

as b
ro

ug
ht into

 b
eing

 in 2014, fo
llo

w
ing

 the intro
d

uctio
n o

f 
o

ur Transitio
n P

o
licy w

hich created
 an up

p
er ag

e lim
it o

f 21years. Since then, the 
team

 has sup
p

o
rted

 m
any yo

ung
 p

eo
p

le o
ver the ag

e o
f 21 to

 m
o

ve o
n to

 ag
e 

ap
p

ro
p

riate services, help
ing

 yo
ung

 p
eo

p
le w

ith life sho
rtening

 co
nd

itio
ns to

 g
et the 

life they w
ant and

 d
eserve.
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W
hat is palliative care?

P
alliative care seeks to

 im
p

ro
ve th

e q
uality o

f life o
f a p

erso
n w

ith a d
iag

n
o

sis 
that p

laces th
em

 in
to

 o
n

e o
f th

e categ
o

ries as d
escrib

ed
 ab

o
ve. P

alliative care 
fo

r yo
u

n
g

 p
eo

p
le w

ith life
-lim

itin
g

 (o
r life sh

o
rten

in
g) co

n
d

itio
n

s is an active an
d

 
to

tal ap
p

ro
ach to

 care, fro
m

 th
e p

o
in

t o
f d

iag
n

o
sis, to

 d
eath an

d
 b

eyo
n

d
. 

T
h

e ap
p

ro
ach em

b
races p

hysical, em
o

tio
nal, so

cial an
d

 sp
iritual n

eed
s, an

d
 

fo
cu

ses o
n th

e en
han

cem
en

t o
f q

uality o
f life fo

r th
e yo

u
n

g
 p

erso
n

, an
d

 su
p

p
o

rt 
fo

r th
eir fam

ily. It can also
 in

clu
d

e sym
p

to
m

 m
anag

em
en

t an
d

 th
e p

ro
visio

n o
f 

sh
o

rt b
reaks, as w

ell as en
d

 o
f life care an

d
 o

n
g

o
in

g
 b

ereavem
en

t su
p

p
o

rt.

W
hat do w

e m
ean by life shortening, life 

threatening and life lim
iting conditions?

Yo
u w

ill h
ear all th

ree term
s b

ein
g

 u
sed

 an
d

 it is im
p

o
rtan

t to
 d

istin
g

u
ish 

b
etw

een th
em

, w
h

en co
n

sid
erin

g
 h

o
w

 this m
ay im

p
act o

n a child
 o

r yo
u

n
g

 
p

erso
n’s sch

o
o

lin
g

 an
d

 tran
sitio

nal exp
erien

ce. 

Life
-lim

itin
g

 an
d

 life
-sh

o
rten

in
g

 co
n

d
itio

n
s are th

o
se fo

r w
hich th

ere is n
o

 h
o

p
e 

o
f a cu

re, an
d

 fro
m

 w
hich yo

u
n

g
 p

eo
p

le w
ill d

ie p
rem

atu
rely. So

m
e o

f th
ese 

co
n

d
itio

n
s can cau

se p
ro

g
ressive d

eterio
ratio

n (su
ch as D

u
ch

en
n

e M
u

scu
lar 

D
ystro

p
hy) w

hich m
ean

s th
e yo

u
n

g
 p

erso
n can b

eco
m

e d
ep

en
d

en
t o

n o
th

ers fo
r 

th
eir care an

d
 su

p
p

o
rt. 

A
 life

-th
reaten

in
g

 co
n

d
itio

n is that fo
r w

hich th
ere is p

o
ten

tial cu
rative 

treatm
en

t b
u

t it co
u

ld
 b

e u
n

su
ccessfu

l (su
ch as can

cer). H
o

w
ever, th

o
se yo

u
n

g
 

p
eo

p
le in rem

issio
n fro

m
 can

cer fo
llo

w
in

g
 su

ccessfu
l cu

rative treatm
en

t are  
n

o
t in

clu
d

ed
.
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P
lan

n
in

g
 an

d
 d

ecisio
n m

akin
g

 sh
o

u
ld

 b
e carried

 o
u

t in 
a p

erso
n

-cen
tred

 w
ay

Su
p

p
o

rt sh
o

u
ld

 b
e co

-o
rd

inated
 acro

ss all services

P
lan

n
in

g
 sh

o
u

ld
 start early an

d
 co

n
tinu

e u
n

til ag
e 25

A
ll yo

u
n

g
 p

eo
p

le sh
o

u
ld

 g
et th

e su
p

p
o

rt th
ey n

eed

Yo
u

n
g

 p
eo

p
le, p

aren
ts an

d
 carers m

u
st have access 

to
 th

e in
fo

rm
atio

n th
ey n

eed

Fam
ilies an

d
 carers n

eed
 su

p
p

o
rt

A
 co

n
tinu

ed
 fo

cu
s o

n tran
sitio

n
s acro

ss Sco
tlan

d
.

Sum
m

ary rem
inder of the Principles

1
 

234567
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P
la

n
n

in
g

 a
n

d
 d

e
c

is
io

n
 m

a
k

in
g

 s
h

o
u

ld
 b

e
 c

a
r
r
ie

d
 o

u
t
 in

 a
 

p
e

r
s

o
n

-
c

e
n

t
r
e

d
 w

a
y

•
Yo

u
n

g
 p

eo
p

le w
ith co

m
p

lex h
ealth n

eed
s o

ften lo
se th

eir vo
ice an

d
 can

stru
g

g
le to

 co
m

m
u

n
icate, so

m
etim

es b
ecau

se o
f a p

hysical lim
itatio

n su
ch as a

trach
eo

sto
m

y
•

It is essen
tial each yo

u
n

g
 p

erso
n is invo

lved
 an

d
 co

n
su

lted
, an

d
 th

eir vo
ice is

h
eard

, w
h

en any d
ecisio

n
s are b

ein
g

 m
ad

e
•

To
 d

o
 this, th

eir in
d

ivid
ual co

m
m

u
n

icatio
n n

eed
s m

u
st b

e taken in
to

 acco
u

n
t

an
d

 any assistive o
r au

g
m

en
tative tech

n
o

lo
g

y sh
o

u
ld

 b
e u

sed
 to

 en
su

re th
ey can

co
m

m
u

n
icate th

eir w
ish

es an
d

 d
esires

•
C

o
n

sid
er th

e u
se o

f an ad
vo

cate if so
m

eo
n

e stru
g

g
les to

 co
m

m
u

n
icate o

r m
ake

th
eir vo

ice h
eard

•
T

h
o

se invo
lved

 in su
p

p
o

rtin
g

 yo
u

n
g

 p
eo

p
le w

ith LSC
s m

u
st kn

o
w

 h
o

w
 th

ey
co

m
m

u
n

icate an
d

 w
hat is th

e m
o

st b
en

efi
cial w

ay o
f en

g
ag

in
g

 w
ith th

em
•

A
s w

ith o
th

er yo
u

n
g

 p
eo

p
le w

ith ad
d

itio
nal n

eed
s, if ap

p
ro

p
riate, staff

 sh
o

u
ld

u
se co

m
m

u
n

icatio
n p

assp
o

rts; an
d

 co
n

sid
er h

o
w

 u
n

iq
u

e in
fo

rm
atio

n is shared
w

ith th
o

se w
h

o
 w

ill b
e su

p
p

o
rtin

g
 th

e yo
u

n
g

 p
erso

n after sch
o

o
l

•
G

ive co
n

sid
eratio

n to
 th

eir h
ealth n

eed
s, an

d
 th

e im
p

act this m
ay have o

n
p

lan
n

in
g

 an
d

 d
ecisio

n
-m

akin
g; fo

r exam
p

le, co
n

sid
er th

e tim
in

g
 o

f m
eetin

g
s as it

m
ay b

e m
o

re ap
p

ro
p

riate to
 m

eet w
ith a yo

u
n

g
 p

erso
n at a tim

e w
h

en th
ey are 

n
o

t receivin
g

 treatm
en

t an
d

 are at th
eir m

o
st alert.

•
A

rran
g

em
en

ts fo
r p

lan
n

in
g

 m
eetin

g
s m

u
st b

e fl
exib

le to
 acco

m
m

o
d

ate
fl

u
ctuatio

n
s in th

e yo
u

n
g

 p
erso

n’s h
ealth

, w
hich can chan

g
e su

d
d

en
ly.

•
T

h
e venu

e o
f any p

lan
n

in
g

 m
eetin

g
 m

u
st b

e fl
exib

le to
o

 - a yo
u

n
g

 p
erso

n w
ith a

LSC
 m

ay sp
en

d
 co

n
sid

erab
le p

erio
d

s o
f tim

e in h
o

sp
ital o

r at h
o

m
e

•
T

his m
ean

s that ad
d

itio
nal tim

e m
u

st b
e g

iven an
d

 p
rep

aratio
n is cru

cial – yo
u

can’t leave p
lan

n
in

g
 an

d
 d

ecisio
n

-m
akin

g
 u

n
til th

e last m
inu

te an
d

 it can take
lo

n
g

er to
 en

g
ag

e an
d

 su
p

p
o

rt so
m

eo
n

e w
ith a LSC

 to
 tran

sitio
n eff

ectively
an

d
 p

o
sitively

A
s w

e are rem
in

d
ed

 b
y au

th
o

rs o
f a recen

t stu
d

y co
m

m
issio

n
ed

 b
y th

e A
llian

ce, 
“Tran

sitio
nal su

p
p

o
rt an

d
 p

lan
n

in
g

 is m
o

re likely to
 b

e su
ccessfu

l if it is attu
n

ed
 

to
 th

e d
evelo

p
m

en
tal stag

e o
f th

e yo
u

n
g

 p
erso

n
, takin

g
 in

to
 acco

u
n

t th
e yo

u
n

g
 

p
erso

n’s m
atu

rity, co
g

n
itive ab

ilities, m
en

tal h
ealth

, n
eed

s in resp
ect o

f lo
n

g
-term

 
co

n
d

itio
n

s, so
cial an

d
 p

erso
nal circu

m
stan

ces an
d

 co
m

m
u

n
icatio

n n
eed

s.”
E

xp
erien

ces o
f Tran

sitio
n

s To
 A

d
u

lt Years an
d

 Services, p
.53
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S
u

p
p

o
r
t
 s

h
o

u
ld

 b
e

 c
o

-
o

r
d

in
a

t
e

d
 a

c
r
o

s
s

 a
ll s

e
r
v

ic
e

s

•
Fam

ilies, carers and
 friend

s w
ho

 are im
p

o
rtant to

 the p
erso

n sho
uld

 b
e invo

lved
 in

p
lanning

 and
 sup

p
o

rting
 yo

ung
 p

eo
p

le to
 m

o
ve o

n
•

Yo
ung

 p
eo

p
le w

ith co
m

p
lex health need

s m
ay have m

any p
ro

fessio
nals invo

lved
in their care and

 treatm
ent

•
It is im

p
o

rtant that all tho
se p

eo
p

le w
ho

 kno
w

 the yo
ung

 p
erso

n w
ell are invo

lved
in p

lanning
 and

 enab
ling

 the transitio
n – these p

eo
p

le can p
ro

vid
e sp

ecifi
c

co
nd

itio
n-related

 ad
vice and

 sup
p

o
rt w

hich w
ill help

 shap
e the p

erso
n’s future

•
If a child

 has co
m

p
lex d

isab
ilities and

 this co
uld

 includ
e learning

 d
isab

ility o
r

autism
, then tho

se services m
ust also

 b
e rep

resented
•

It is essential that so
m

eo
ne fro

m
 A

d
ult So

cial W
o

rk Services is invo
lved

 (such as
a so

cial w
o

rker) and
 this p

erso
n sho

uld
 und

erstand
 w

hat it m
eans to

 b
e a yo

ung
p

erso
n w

ith a life sho
rtening

 co
nd

itio
n m

o
ving

 into
 ad

ultho
o

d
•

H
aving

 a transitio
n co

o
rd

inato
r invo

lved
 can really help

 w
hen so

m
eo

ne has
co

m
p

lex need
s, to

 ensure a co
o

rd
inated

 and
 co

njo
ined

 ap
p

ro
ach

•
K

ey p
layers w

ho
 are sup

p
o

rting
 the yo

ung
 p

erso
n sho

uld
 have an aw

areness o
f

their lo
cal areas and

 o
f all the o

p
p

o
rtunities that m

ay b
e availab

le to
 them

•
C

o
m

m
unicatio

n acro
ss ag

encies is essential to
 p

ro
d

ucing
 a co

o
rd

inated
 p

lan

E
xam

p
le o

f G
o

o
d

 &
 E

ff
ective P

ractice

R
o

ry had
 a life th

reaten
in

g
 co

n
d

itio
n fo

r w
hich th

ere w
as n

o
 cu

re an
d

 w
as b

ein
g

 
su

p
p

o
rted

 b
y C

H
A

S an
d

 his p
rim

ary care team
. T

h
ere w

as n
o

 invo
lvem

en
t o

f 
so

cial w
o

rk o
r ed

u
catio

n w
h

en his co
n

d
itio

n b
eg

an to
 d

eterio
rate rap

id
ly. H

is 
tran

sitio
n w

o
rker fro

m
 C

H
A

S referred
 R

o
ry to

 his lo
cal p

alliative care team
 

as w
ell as to

 ad
u

lt so
cial w

o
rk services, an

d
 sp

o
ke w

ith th
o

se lo
cally w

h
o

 
n

eed
ed

 to
 b

e invo
lved

 to
 su

p
p

o
rt his tran

sitio
n fro

m
 p

aed
iatric in

to
 ad

u
lt 

h
ealth care services. Su

p
p

o
rt fo

r R
o

ry an
d

 his fam
ily w

as co
o

rd
inated

 acro
ss 

all h
ealth an

d
 so

cial care ag
en

cies, as w
ell as in

clu
d

in
g

 lo
cal third

 secto
r an

d
 

vo
lu

n
tary o

rg
an

isatio
n

s (carer cen
tre su

p
p

o
rt fo

r m
u

m
, ad

vo
cacy fo

r R
o

ry), 
an

d
 co

m
m

u
n

icatio
n w

as o
p

en an
d

 p
o

sitive b
etw

een everyo
n

e.  T
h

e tran
sitio

n 
w

o
rker assu

m
ed

 a ‘lead
 p

ro
fessio

nal’ ro
le, an

d
 w

as a cen
tral p

o
in

t o
f co

n
tact, 

w
hich m

u
m

 fo
u

n
d

 su
p

p
o

rtive. T
h

ere w
as a shared

 sen
se o

f p
u

rp
o

se b
etw

een all 
services an

d
 a co

o
rd

inated
, p

lan
n

ed
 ap

p
ro

ach enab
led

 everyo
n

e to
 p

ro
vid

e th
e 

b
est p

o
ssib

le care fo
r R

o
ry an

d
 his fam

ily an
d

 frien
d

s, in th
e en

d
 stag

es o
f his 

co
n

d
itio

n
.  H

avin
g

 th
e C

H
A

S w
o

rker id
en

tifi
ed

 as ‘co
o

rd
inato

r’ h
elp

ed
 en

su
re 

g
o

o
d

 co
m

m
u

n
icatio

n an
d

 g
ave a key p

o
in

t o
f co

n
tact d

u
rin

g
 th

e tran
sitio

n to
 

ad
u

lt services.
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P
la

n
n

in
g

 s
h

o
u

ld
 s

t
a

r
t
 e

a
r
ly

 a
n

d
 c

o
n

t
in

u
e

 u
p

 t
o

 a
g

e
 2

5

•
Yo

ung
 p

eo
p

le w
ith LSC

s can have frag
ile health and

 sp
end

 co
nsid

erab
le p

erio
d

s
o

f tim
e o

ff
 scho

o
l w

ith illness, o
r in ho

sp
ital (o

r ho
sp

ice care) receiving
 treatm

ent.
This im

p
acts o

n p
lanning

 and
 can slo

w
 thing

s d
o

w
n

•
Therefo

re, early invo
lvem

ent o
f relevant p

ro
fessio

nals and
 ag

encies is vital and
p

eo
p

le sho
uld

 b
e aw

are that these yo
ung

 p
eo

p
le m

ay need
 lo

ng
er term

 sup
p

o
rt,

and
 b

e co
m

m
itted

 to
 this

•
The earlier the p

lanning
 b

eg
ins, the b

etter!
•

Scho
o

ls and
 o

ther ag
encies sup

p
o

rting
 the yo

ung
 p

erso
n sho

uld
 start

co
nversatio

ns aro
und

 m
o

ving
 o

n as early as they can, and
 have a d

uty to
 b

eg
in to

p
rep

are the yo
ung

 p
erso

n fo
r ad

ultho
o

d
 thro

ug
h their ap

p
ro

ach
•

Services such as sho
rt b

reaks p
ro

vid
ers sho

uld
 b

eg
in to

 p
rep

are yo
ung

 p
eo

p
le fo

r
ad

ultho
o

d
 at an early ag

e, w
here ap

p
ro

p
riate, and

 enab
le skills to

 b
e d

evelo
p

ed
;

fo
r exam

p
le, invo

lving
 yo

ung
 p

eo
p

le in p
lanning

 their b
reaks and

 enab
ling

 them
to

 d
o

 ho
useho

ld
 tasks such as m

enu p
lanning

, b
ud

g
eting

 and
 fo

o
d

 sho
p

p
ing

•
A

ll services invo
lved

 need
 to

 und
erstand

 the uniq
ue need

s o
f a yo

ung
 p

erso
n w

ith
a life sho

rtening
 co

nd
itio

n and
 ho

w
 this im

p
acts o

n their d
evelo

p
m

ent; p
eo

p
le

and
 services need

 to
 b

e em
p

athetic to
 these need

s
•

Services m
ay need

 tim
e to

 ad
ap

t their p
ro

visio
n and

 to
 ensure staff

 receive
sp

ecifi
c training

 w
hich enab

les them
 to

 m
eet the need

s o
f the yo

ung
 p

erso
n

eff
ectively (fo

r exam
p

le, sp
ecifi

c training
 o

n the use o
f ventilatio

n eq
uip

m
ent)

•
A

d
ult So

cial W
o

rk services m
ust b

e invo
lved

 early to
 ensure that the p

erso
n has 

tim
e to

 co
m

p
lete a need

s-led
, p

erso
n-centred

 assessm
ent w

hich w
ill assess if 

they m
eet the elig

ib
ility criteria fo

r an ind
ivid

ual Self-d
irected

 Sup
p

o
rt b

ud
g

et fo
r 

p
o

st-transitio
n care and

 sup
p

o
rt

•
R

em
em

b
er, the yo

ung
 p

erso
n and

 their fam
ily m

ay also
 b

e p
lanning

 fo
r chang

es 
in their co

nd
itio

n, and
 p

erhap
s co

m
p

leting
 an anticip

ato
ry care p

lan (A
C

P
) w

hich 
allo

w
s them

 to
 no

te their w
ishes sho

uld
 their co

nd
itio

n chang
e o

r they req
uire 

end
 o

f life sup
p

o
rt. It is im

p
o

rtant to
 b

e sensitive and
 to

 feel ab
le to

 have
‘d

ifficult’ and
 co

urag
eo

us co
nversatio

ns w
ith yo

ung
 p

eo
p

le facing
 an early d

eath. 
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A
llan

, Eric an
d

 B
lair are all teenag

ers w
ith D

u
ch

en
n

e M
u

scu
lar D

ystro
p

hy w
h

o
 are 

w
o

rkin
g

 w
ith tran

sitio
n staff

 fro
m

 C
H

A
S. A

ll yo
u

n
g

 m
en had

 q
u

estio
n

s ab
o

u
t th

eir 
illn

ess an
d

 w
an

ted
 to

 sp
eak to

 so
m

eo
n

e ab
o

u
t th

eir fears an
d

 w
o

rries. A
ll th

ese 
yo

u
n

g
 p

eo
p

le had
 lo

st frien
d

s (an
d

 relatives) to
 th

e sam
e co

n
d

itio
n

, an
d

 as p
art o

f 
g

ro
w

in
g

 u
p

 th
ey b

eg
u

n to
 ask q

u
estio

n
s ab

o
u

t th
eir o

w
n fu

tu
re an

d
 th

eir p
ro

g
n

o
sis, 

an
d

 to
 exp

lo
re th

eir o
w

n m
o

rtality. T
h

ey d
id

n’t w
an

t to
 talk to

 p
aren

ts, b
u

t w
an

ted
 

to
 kn

o
w

 w
hat lay ah

ead
, an

d
 to

 fi
n

d
 o

u
t h

o
w

 o
th

er p
eers have co

p
ed

. T
h

eir tran
sitio

n 
w

o
rker in C

H
A

S arran
g

ed
 a facilitated

 co
nversatio

n fo
r th

em
 w

ith th
e h

o
sp

ice 
d

o
cto

r an
d

 lead
 nu

rse, w
hich allo

w
ed

 th
e yo

u
n

g
 m

en to
 ask q

u
estio

n
s in an in

fo
rm

al 
enviro

n
m

en
t, w

ith th
eir p

eers aro
u

n
d

 fo
r su

p
p

o
rt. T

h
e m

en asked
 q

u
estio

n
s th

ey 
co

u
ld

n’t ask fam
ily o

r frien
d

s, an
d

 w
ere th

en eq
u

ip
p

ed
 to

 m
ake ch

o
ices ab

o
u

t th
eir 

fu
tu

re care an
d

 treatm
en

t, an
d

 felt a sen
se o

f b
ein

g
 in co

n
tro

l. It also
 rein

fo
rced

 
su

p
p

o
rtive p

eer-g
ro

u
p

 relatio
n

ship
s. 
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A
ll y

o
u

n
g

 p
e

o
p

le
 s

h
o

u
ld

 g
e

t
 t

h
e

 s
u

p
p

o
r
t
 t

h
e

y
 n

e
e

d

• 
Yo

ung
 p

eo
p

le w
ith life sho

rtening
 co

nd
itio

ns m
ay face d

aily lim
itatio

ns b
ecause 

o
f their d

isab
ility, b

ut sho
uld

 b
e o

ff
ered

 as m
any o

p
tio

ns and
 cho

ices as their no
n-

d
isab

led
 p

eers 
• 

Yo
ung

 p
eo

p
le w

ith LSC
s have to

 live w
ith the im

p
act o

f their illness and
 the lo

sses 
this can exp

o
se them

 to
. Transitio

n is o
ften ano

ther p
erio

d
 o

f p
o

tential lo
ss and

 
uncertainty fo

r them
, and

 they m
ay need

 sp
ecifi

c services to
 help

 them
 co

p
e, such 

as tho
se o

ff
ered

 b
y C

H
A

S and
 ad

ult ho
sp

ice services 
• 

A
sp

iratio
nal thinking

 can b
e d

iffi
cult fo

r this g
ro

up
 o

f yo
ung

 p
eo

p
le w

ho
 have 

to
 face their o

w
n m

o
rtality as w

ell as live w
ith the d

aily co
nseq

uences o
f their 

co
nd

itio
n. Yo

ung
 p

eo
p

le w
ith LSC

s face an uncertain future w
hich can have a 

serio
us im

p
act o

n m
ental health as w

ell as their ab
ility to

 asp
ire, to

 d
ream

• 
•M

any yo
ung

 p
eo

p
le w

ith LSC
s w

ill have lo
st their p

eers and
 friend

s to
 the sam

e 
illness, o

r even fam
ily m

em
b

ers. G
iven that few

 o
f their no

n-d
isab

led
 p

eers w
ill 

have exp
erienced

 the lo
ss o

f clo
se friend

s o
r fam

ily at such an early ag
es, the 

im
p

act o
f this has to

 b
e reco

g
nised

 b
y services invo

lved
 in sup

p
o

rting
 them

 
d

uring
 transitio

n
• 

The im
p

act o
f lo

ss o
n the em

o
tio

nal and
 m

ental w
ellb

eing
 o

f yo
ung

 p
eo

p
le w

ith 
life threatening

 illnesses sho
uld

 b
e taken into

 acco
unt, and

 any transitio
n ‘future’ 

p
lanning

 sho
uld

 b
e hand

led
 sensitively 

• 
C

o
nsid

er linking
 yo

ung
 p

eo
p

le w
ith p

eers w
ho

 can act as a b
ud

d
y, and

 using
 

netw
o

rks that alread
y exist w

hich m
ay b

e co
nd

itio
n-sp

ecifi
c (such as D

M
D

 
P

athfi
nd

ers)
• 

D
irect yo

ung
 p

eo
p

le to
 existing

 o
nline reso

urces and
 p

eer sup
p

o
rt services w

hich 
can help

 sup
p

o
rt yo

ung
 d

isab
led

 to
 access co

m
m

unities and
 g

et the life they w
ant 

to
 live, (such as ‘Euan’s G

uid
e’ o

r ‘D
M

D
 P

athfi
nd

ers’)
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Tran
sitio

n
in

g
 fro

m
 child

ren’s services can o
ften m

ean that yo
u

n
g

 p
eo

p
le, p

aren
ts an

d
 

carers have to
 g

et to
 kn

o
w

 lo
ts o

f n
ew

 p
eo

p
le an

d
 services at an alread

y challen
g

in
g

 
tim

e. T
h

e lack o
f ap

p
ro

p
riate in

fo
rm

atio
n can leave p

eo
p

le feelin
g

 u
n

su
p

p
o

rted
 an

d
 

an
xio

u
s, an

d
 p

aren
ts rep

o
rt that it can b

e d
iffi

cu
lt to

 navig
ate th

e d
iff

eren
t services 

an
d

 kn
o

w
 w

hat is m
o

st su
itab

le fo
r th

eir yo
u

n
g

 ad
u

lt. Tran
sitio

n w
o

rkers w
ithin 

R
ach

el H
o

u
se h

o
sp

ice su
p

p
o

rt this b
y sig

n
p

o
stin

g
 an

d
 in

tro
d

u
ctio

n to
 n

ew
 services, 

as w
ell as p

ro
vid

e access to
 in

fo
rm

atio
n th

ey n
eed

 to
 m

ake in
fo

rm
ed

 ch
o

ices, as p
art 

o
f each p

erso
n’s in

d
ivid

ual tran
sitio

n p
lan

. T
h

ey have tim
e to

 g
o

 w
ith yo

u
n

g
 p

eo
p

le 
in tran

sitio
n to

 n
ew

 p
laces, to

 h
elp

 th
em

 to
 navig

ate o
p

tio
n

s fo
r th

eir fu
tu

re, an
d

 this 
tim

e is vital w
h

en o
th

er statu
to

ry services can b
e lim

ited
.

Fo
r o

n
e yo

u
n

g
 m

an w
ith a fo

rm
 o

f m
u

scu
lar d

ystro
p

hy, th
e in

tro
d

u
ctio

n o
f eye g

aze 
hard

w
are tech

n
o

lo
g

y allo
w

ed
 him

 to
 b

eco
m

e in
d

ep
en

d
en

t o
n

lin
e. H

I tran
sitio

n 
w

o
rker secu

red
 g

ran
t fu

n
d

in
g

 to
 p

u
rchase th

e eq
u

ip
m

en
t fo

r u
se at h

o
m

e, an
d

 h
e is 

n
o

w
 free to

 access th
e in

tern
et an

d
 so

cial m
ed

ia p
latfo

rm
s, w

hich in tu
rn allo

w
s him

 
access to

 in
fo

rm
atio

n ab
o

u
t services h

e co
u

ld
 en

g
ag

e w
ith

, g
ivin

g
 him

 ch
o

ice an
d

 
co

n
tro

l. It also
 m

ean
t h

e co
u

ld
 access em

ails ag
ain in

d
ep

en
d

en
tly an

d
 p

ro
fessio

nals 
h

e w
as referred

 to
 co

u
ld

 co
m

m
u

n
icate d

irectly w
ith him

.
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Y
o

u
n

g
 p

e
o

p
le

, p
a

r
e

n
t
s

 a
n

d
 c

a
r
e

r
s

 m
u

s
t
 h

a
v

e
 a

c
c

e
s

s
 t

o
 t

h
e

 

in
f
o

r
m

a
t
io

n
 t

h
e

y
 n

e
e

d

• 
Fo

r yo
u

n
g

 p
eo

p
le w

ith co
m

p
lex n

eed
s, in

fo
rm

atio
n sh

o
u

ld
 b

e m
ad

e availab
le in 

an accessib
le fo

rm
at w

hich w
o

rks fo
r th

em
, an

d
 su

p
p

o
rts u

n
d

erstan
d

in
g

• 
In

fo
rm

atio
n m

ay n
eed

 to
 b

e p
resen

ted
 in alternative fo

rm
ats su

ch as sym
b

o
lised

 
o

p
tio

n
s, talkin

g
 m

ats, o
r o

n D
V

D
 

• 
T

h
e u

se o
f so

cial m
ed

ia an
d

 o
n

lin
e p

latfo
rm

s to
 share in

fo
rm

atio
n an

d
 carry o

u
t 

tran
sitio

n p
lan

n
in

g
 can also

 b
e h

elp
fu

l 
• 

T
h

e u
se o

f tech
n

o
lo

g
y can h

elp
 en

g
ag

e a yo
u

n
g

 p
erso

n in th
e p

ro
cess

• 
Yo

u
n

g
 p

eo
p

le w
ith LSC

s m
ay sp

en
d

 larg
e p

erio
d

s o
f tim

e iso
lated

 an
d

 w
ith

o
u

t 
p

eers aro
u

n
d

 th
em

, eith
er at h

o
m

e o
r in h

o
sp

ital. T
h

ey can b
e su

p
p

o
rted

 to
 

access in
fo

rm
atio

n an
d

 to
 en

g
ag

e u
sin

g
 ap

p
ro

p
riate ad

ap
tive tech

n
o

lo
g

y, (su
ch 

th
e u

se o
f eyeg

aze hard
w

are fo
r th

o
se w

ith lim
ited

 b
o

d
y m

o
vem

en
ts) 

• 
C

o
n

sid
er th

e u
se o

f lan
g

uag
e – all in

fo
rm

atio
n sh

o
u

ld
 b

e g
iven in a lan

g
uag

e an
d

 
fo

rm
at that th

e p
erso

n u
n

d
erstan

d
s, o

r can b
e su

p
p

o
rted

 to
 u

n
d

erstan
d

• 
R

em
em

b
er to

 ch
eck th

e yo
u

n
g

 p
erso

n has u
n

d
ersto

o
d

 w
hat is b

ein
g

 asked
 o

f 
th

em
, o

r w
hat in

fo
rm

atio
n is b

ein
g

 p
resen

ted
 to

 th
em

. Yo
u

n
g

 p
eo

p
le w

ith LSC
s 

m
ay o

r m
ay n

o
t have co

m
m

u
n

icatio
n p

ro
b

lem
s, an

d
 o

ften stru
g

g
le to

 m
ake th

eir 
view

s kn
o

w
n o

r to
 u

n
d

erstan
d

 w
hat is b

ein
g

 o
ff

ered
. H

o
w

ever, th
eir ab

ility to
 

verb
alise m

ay b
e ham

p
ered

 b
y th

eir p
hysical d

isab
ility, an

d
 th

eir co
m

m
u

n
icatio

n 
can b

e co
m

p
ro

m
ised

 b
y th

e eff
ects o

f so
m

e m
ed

icatio
n

, o
r th

e u
se o

f sp
ecifi

c 
invasive eq

u
ip

m
en

t
• 

T
h

e tran
sitio

n o
f so

m
eo

n
e w

ith a life sh
o

rten
in

g
 co

n
d

itio
n m

ay n
eed

 to
 b

e 
p

au
sed

 o
r d

elayed
 if th

ey b
eco

m
e u

nw
ell - in

fo
rm

atio
n sh

o
u

ld
 b

e g
iven to

 th
em

 

in a tim
ely an

d
 sen

sitive m
an

n
er, ap

p
ro

p
riate to

 th
eir circu

m
stan

ces
• 

P
eo

p
le invo

lved
 sh

o
u

ld
 have in

fo
rm

atio
n ab

o
u

t sp
ecifi

c services w
hich are 

availab
le fo

r d
isab

led
 p

eo
p

le in th
eir co

m
m

u
n

ities, an
d

 sp
ecialised

 services w
hich 

can m
eet th

e n
eed

s o
f p

eo
p

le w
ith p

hysical d
isab

ility an
d

 co
m

p
lex h

ealth n
eed

s 
(su

ch as co
n

d
itio

n
-sp

ecifi
c p

eer su
p

p
o

rt g
ro

u
p

s) 
• 

It is im
p

o
rtan

t to
 invo

lve p
alliative care services as th

ey can o
ff

er sp
ecifi

c su
p

p
o

rt 
to

 yo
u

n
g

 p
eo

p
le an

d
 also

 to
 th

eir fam
ilies an

d
 frien

d
s
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W
o

rkin
g

 w
ith p

aren
ts aro

u
n

d
 th

eir o
w

n tran
sitio

n p
lan can h

elp
 en

su
re that th

ey 
feel listen

ed
 to

 an
d

 that th
eir n

eed
s as carers an

d
 p

aren
ts are id

en
tifi

ed
. M

ary an
d

 
Jo

h
n are p

aren
ts an

d
 fu

ll tim
e carers, w

h
o

 th
ey felt an

xio
u

s ab
o

u
t th

e u
p

co
m

in
g

 
tran

sitio
n in

to
 ad

u
lt services an

d
 stated

 th
ey w

ere u
n

clear w
hat su

p
p

o
rts w

o
u

ld
 b

e 
availab

le to
 th

em
 d

u
rin

g
 this p

ro
cess. D

u
rin

g
 in

tro
d

u
cto

ry h
o

m
e visits, a d

ed
icated

 
tran

sitio
n w

o
rker exp

lain
ed

 th
e p

ro
cess an

d
 g

ave th
em

 as m
u

ch in
fo

rm
atio

n as w
as 

ap
p

ro
p

riate, as w
ell as tellin

g
 th

em
 w

hat to
 exp

ect an
d

 w
hat has w

o
rked

 fo
r o

th
er 

p
aren

ts in this situatio
n

. N
o

t o
n

ly w
as in

fo
rm

atio
n p

ro
vid

ed
, so

lu
tio

n
s w

ere actively 
so

u
g

h
t an

d
 d

iscu
ssed

. M
ary said

 sh
e felt reassu

red
 b

y this. 
T

h
e w

o
rker also

 su
p

p
o

rted
 M

ary an
d

 Jo
h

n to
 access th

eir lo
cal carers cen

tre, w
h

o
 

w
ill o

ff
er th

e child
 an

d
 yo

u
n

g
 p

erso
n su

p
p

o
rt in

to
 ad

u
lth

o
o

d
 an

d
 b

eyo
n

d
. T

h
e fam

ily 
n

o
w

 have access to
 1:1 su

p
p

o
rt if n

eed
ed

, as w
ell as access to

 in
fo

rm
atio

n an
d

 
g

ro
u

p
 sessio

n
s w

hich th
e w

h
o

le fam
ily can b

en
efi

t fro
m

. T
his ap

p
ro

ach th
ro

u
g

h
o

u
t 

th
e tran

sitio
n has m

ean
t a w

ell-su
p

p
o

rted
 tran

sitio
n p

ro
cess fo

r this fam
ily w

h
o

 
rep

o
rted

 that th
ey felt m

o
re ab

le to
 d

eal w
ith th

e p
ro

cess o
f tran

sitio
n fo

r th
eir 

child
, as th

ey felt co
m

fo
rtab

le that th
eir o

w
n n

eed
s w

ere also
 b

ein
g

 m
et. 
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 c
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e
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• 
Tran
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o
tio

nal an
d
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e fo
r p

aren
ts o
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u

n
g

 p
eo

p
le w

ith 
life sh

o
rten

in
g

 co
n

d
itio

n
s, m

any o
f w

h
o

m
 d

id
n’t exp

ect th
eir child

 to
 live in

to
 

ad
u

lth
o

o
d

, an
d

 m
any rep

o
rt a feelin

g
 sim

ilar to
 ‘fallin

g
 o

ff
 a cliff

’
• 

So
m

e fam
ilies o

f yo
u

n
g

 p
eo

p
le w

ith life sh
o

rten
in

g
 co

n
d

itio
n

s fi
n

d
 it d

iffi
cu

lt 
to

 allo
w

 th
eir child

 to
 m

o
ve in

to
 ad

u
lth

o
o

d
, to

 co
n

sid
er th

em
 as ad

u
lts, an

d
 w

ill 
n

eed
 su

p
p

o
rt d

u
rin

g
 this tran

sitio
n - fo

r th
ese p

aren
ts, p

lan
n

in
g

 can b
e even 

m
o

re d
iffi

cu
lt an

d
 req

u
ire tim

e an
d

 a co
n

sid
ered

 ap
p

ro
ach

• 
A

d
vo

cacy an
d

 in
d

ivid
ual su

p
p

o
rt sh

o
u

ld
 b

e o
ff

ered
• 

C
o

n
sid

er referrals to
 C

arers C
en

tres as m
ean

s o
f su

p
p

o
rt fo

r fam
ilies

• 
A

d
u

lt p
alliative care services have a ro

le to
 p

lay an
d

 p
aren

ts sh
o

u
ld

 b
e g

iven 
in

fo
rm

atio
n ab

o
u

t th
ese services an

d
 in

tro
d

u
ced

 to
 th

e co
n

cep
t o

f ad
u

lt h
o

sp
ice 

care if ap
p

ro
p

riate
• 

T
h

ere m
ay b

e m
o

re than o
n

e aff
ected

 child
 in th

e fam
ily, an

d
 su

p
p

o
rt m

ay b
e 

req
u

ired
 fo

r th
e sib

lin
g

s to
o
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o

s
s

 S
c

o
t
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n
d

T
h

ere is a co
n

tinu
ed

 fo
cu

s an
d

 co
m

m
itm

en
t o

n tran
sitio

n w
ithin cu

rren
t Sco

ttish 
G

o
vern

m
en

t p
o

licy an
d

 leg
islatio

n
. T

h
e P

rin
cip

les o
f G

o
o

d
 Tran

sitio
n sh

o
u

ld
 b

e 
fo

llo
w

ed
 w

h
en su

p
p

o
rtin

g
 yo

u
n

g
 p

eo
p

le w
ith life sh

o
rten

in
g

 co
n

d
itio

n
s in tran

sitio
n

. 

A
s th

e recen
t C

hiSP
 stu

d
y in

d
icated

, th
ere are g

ro
w

in
g

 n
u

m
b

ers o
f yo

u
n

g
 p

eo
p

le 
w

ith life sh
o

rten
in

g
 co

n
d

itio
n

s livin
g

 in
to

 ad
u

lth
o

o
d

 (Fraser et al, 2015). T
h

e 
d

em
an

d
s o

n services w
ill th

erefo
re in

crease an
d

 w
e kn

o
w

 th
ere are m

o
re yo

u
n

g
 

p
eo

p
le than ever b

efo
re w

h
o

 w
ill b

e tran
sitio

n
in

g
 in

to
 ad

u
lth

o
o

d
, an

d
 n

eed
 sp

ecialist 
su

p
p

o
rt to

 m
o

ve o
n eff

ectively. T
h

e rep
o

rt reco
m

m
en

d
s sp

ecialist em
o

tio
nal an

d
 

p
sych

o
lo

g
ical su

p
p

o
rt is availab

le fo
r everyo

n
e invo

lved
, an

d
 w

e m
u

st co
n

tinu
e to

 
d

evelo
p

 skills in tran
sitio

n
in

g
 yo

u
n

g
 p

eo
p

le w
ith co

m
p

lex h
ealth n

eed
s, to

 en
su

re a 
p

o
sitive exp

erien
ce. 

T
h

ere is a n
eed

 to
 d

evelo
p

 services fo
r yo

u
n

g
 p

eo
p

le w
ith life sh

o
rten

in
g

 co
n

d
itio

n
s, 

as w
ell as to

 d
evelo

p
 existin

g
 services an

d
 co

m
m

u
n

ities to
 m

ake th
em

 ‘ fi
t fo

r 
p

u
rp

o
se’. Yo

u
n

g
 p

eo
p

le in tran
sitio

n n
eed

 to
 have th

e sam
e ran

g
e o

f o
p

tio
n

s fo
r 

th
eir fu

tu
re, an

d
 b

e su
p

p
o

rted
 to

 asp
ire to

 a life o
f ed

u
catio

n
, w

o
rk, relatio

n
ship

s 

an
d

 frien
d

ship
s, an

d
 so

cial an
d

 leisu
re o

p
p

o
rtu

n
ities.  A

g
en

cies can learn fro
m

 o
n

e 
an

o
th

er, fro
m

 exam
p

les o
f g

o
o

d
 p

ractice, an
d

 em
b

ed
 th

ese in
to

 lo
n

g
 term

 p
lan

s.

C
H

A
S is co

m
m

itted
 to

 co
n

tinu
in

g
 to

 su
p

p
o

rt th
e d

evelo
p

m
en

t o
f yo

u
n

g
 p

eo
p

le 
ap

p
ro

achin
g

, o
r in

, this tran
sitio

nal p
hase in th

eir lives. C
H

A
S has em

p
lo

yed
 sp

ecifi
c 

tran
sitio

n w
o

rkers in each o
f th

eir h
o

sp
ices an

d
 th

ere is a tran
sitio

n p
o

licy in p
lace 

to
 su

p
p

o
rt this w

o
rk. Staff

 w
ill co

n
tinu

e to
 w

o
rk clo

sely w
ith allied

 p
ro

fessio
nals in 

ed
u

catio
n

, h
ealth an

d
 so

cial care, as w
ell as p

artn
ers in ad

u
lt p

alliative care services. 
Tran

sitio
n im

p
acts o

n fam
ily an

d
 frien

d
s, w

h
o

w
 m

u
st b

e g
iven su

p
p

o
rt to

 access 
ap

p
ro

p
riate in

fo
rm

atio
n an

d
 services, an

d
 b

e lin
ked

 in w
ith ad

u
lt h

o
sp

ice services if 
w

ish
ed

. C
H

A
S w

o
rks clo

sely w
ith p

artn
ers at ‘To

g
eth

er fo
r Sh

o
rt Lives’ w

h
o

 have a 
sp

ecifi
c tran

sitio
n team

 fo
cu

s 
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