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9OURS�SINCERELY

)�AM�WRITING�TO�WELCOME�YOU��YOUR�CHILD�AND�YOUR�FAMILY�TO�(ELEN���$OUGLAS
(OUSE��9OUR�REFERRAL�TO�OUR�SERVICE�MEANS�THAT�YOU�WILL�HAVE�ACCESS�TO�ANY�OF
OUR�SERVICES�THAT�YOU�MAY�FIND�HELPFUL��

!T�YOUR�CHILDÃS�ASSESSMENT��THE�TEAM�WILL�DISCUSS�WITH�YOU�THE�POSSIBLE�OPTIONS
AND�THE�SERVICES�THAT�YOU�MAY�WISH�TO�USE�NOW�OR�IN�THE�FUTURE��4HE�ASSESSMENT
WILL�USUALLY�TAKE�PLACE�AT�(ELEN�(OUSE�BUT�MAY�BE�AT�HOME�OR�IN�HOSPITAL���

!T�THIS�FIRST�MEETING�WE�CAN�DISCUSS�YOUR�AND�YOUR�CHILDÃS�NEEDS�AND�WISHES�AND
START�TO�PLAN�THE�CARE�THAT�YOU�WILL�RECEIVE��.OT�EVERY�CHILD�WHO�IS�REFERRED�TO
(ELEN���$OUGLAS�(OUSE�MAY�WISH�TO�USE�OUR�IN
PATIENT�SERVICE��BUT�OUR�AIM�IS�TO
PROVIDE�CARE�IN�THE�PLACE�THAT�YOU�CHOOSE��

$UE�TO�THE�#OVID
���PANDEMIC��AND�THE�RESTRICTIONS�THAT�THIS�IMPOSES��WE�ARE
DELIVERING�A�MODIFIED�SERVICE�AND�THERE�IS�NO�INDICATION�AS�TO�WHEN��IF�EVER��WE
RETURN�TO�THE�OLD�ÅNORMALÆ���)N�THE�MEANTIME��WE�WILL�ADAPT�OUR�CARE�TO�THE
FAMILIES�ON�OUR�CASELOAD�TO�ENSURE�THAT�EVERYONE�HAS�ACCESS�TO�THE�CARE�THAT�IS
NEEDED��

)�HOPE�THAT�THIS�INFORMATION�WILL�HELP�YOU�TO�GET�THE�BEST�FROM�OUR�SERVICES�AND
WE�LOOK�FORWARD�TO�GETTING�TO�KNOW�YOU�AND�YOUR�CHILD��0LEASE�DO�NOT�HESITATE�TO
CONTACT�ME�AND�)�LOOK�FORWARD�TO�MEETING�YOU�
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&AMILY�3UPPORT
0ROVIDES�EMOTIONAL�SUPPORT�
ADVICE��AND�INFORMATION�FOR
FAMILIES�DURING�YOUR�CHILDÃS
LIFE�AND�AFTERWARDS��HELPING
FAMILIES�TO�COPE�DURING�THE
MORE�DIFFICULT�TIMES�

/UR�SERVICES/UR�SERVICES

3IBLING�3UPPORT
0ROVIDES�THE�OPPORTUNITY�FOR
SIBLINGS�DURING�THEIR
BROTHERÃS�OR�SISTERÃS�LIFE��AND
AFTERWARDS��TO�HELP�THEIR
UNDERSTANDING�OF�WHAT�IS
HAPPENING�

3OCIAL�7ORKER
0ROVIDES�EMOTIONAL��SOCIAL
AND�PRACTICAL�SUPPORT�TO
FAMILIES�

/UTREACH�.URSING
0ROVIDES�SPECIALIST�ADVICE
AND�SUPPORT�TO�PARENTS�IN
THE�COMMUNITY�AND�THE
MULTI
DISCIPLINARY�TEAMS
SUPPORTING�THEM�

9OUTH�AND�4RANSITION
7ORKER
0ROVIDES�ADDITIONAL
EMOTIONAL�AND�OR�PRACTICAL
SUPPORT�TO�OUR�YOUNG�PEOPLE
WITH�CAPACITY�WHO�MAY�BE
STRUGGLING�WITH�THINGS��WHO
MAY�BE�SOCIALLY�ISOLATED��OR
WHO�JUST�NEED�AN�EXTRA
PERSON�TO�TALK�TO��/NCE�A
CHILD�HAS�REACHED�THEIR
TEENAGE�YEARS��HELP�AND
SUPPORT�ARE�GIVEN�TO�THE
FAMILY�IN�PREPARATION�FOR
TRANSITION�INTO�ADULT�SERVICES�

"EREAVEMENT�3UPPORT
0ROVIDES�SUPPORT�FOR
INDIVIDUALS���COUPLES�WHILST
YOU�PROCEED�THROUGH�THE
GRIEVING�PROCESS�

3PECIALIST�0AEDIATRIC�0ALLIATIVE�-EDICAL�4EAM�
0ROVIDES�MEDICAL�REVIEW�DURING�SUPPORTIVE�STAYS��SPECIALIST
SYMPTOM�MANAGEMENT�IN
HOUSE�AND�VIA�OUTREACH��AS�WELL
AS�END
OF
LIFE�CARE��4HE�MEDICAL�TEAM�IS�CONSULTANT
LED
AND�PROVIDES������BACK�UP�FOR�THE�SERVICE�AND�TO�OUR
PARTNER�ORGANISATIONS�



�

!SSESSMENT�STAYS
4HIS�IS�AN�OPPORTUNITY�FOR�US�TO�GET�TO�KNOW
YOU�AND�YOU�TO�GET�TO�KNOW�US��

7E�ASK�THAT�A�PARENT�IS�RESIDENT�FOR�ALL�OF
THIS�STAY�AS�WE�WILL�BE�FOCUSING�ON
ASSESSING�YOUR�CHILDÃS�NEEDS�AND
DEVELOPING�A�CARE�PLAN�

9OU�WILL�SPEND�TIME�WITH�THE�DOCTORS�AND
NURSES��SHARING�INFORMATION�ABOUT�HOW�TO
LOOK�AFTER�YOUR�CHILD��7E�ALWAYS�ENSURE
THAT��THOUGH�HARD�WORK��YOU�ALL�ENJOY�THIS
STAY�

)N
PATIENT�STAYS)N
PATIENT�STAYS

5NPLANNED�CRITICAL�STAYS
/UR�AIM�IS�TO�OFFER�NURSING�AND�MEDICAL
SUPPORT�WHEN�YOUR�CHILD�NEEDS�IT��

7E�GIVE�PRIORITY�TO�CHILDREN�WHO�REQUIRE
SYMPTOM�MANAGEMENT��OR�SUPPORT�DURING
ILLNESS��!ND�OF�COURSE��WE�ARE�ALWAYS�HERE
FOR�CHILDREN�IF�THEY�ARE�APPROACHING�THE�END
OF�THEIR�LIVES�

3UPPORTIVE�3TAYS
4HERE�ARE�TIMES�WHEN�CARING�FOR�A�CHILD�WITH�COMPLEX�NEEDS�CAN�BE�EXHAUSTING��OR�TIMES
WHEN�PARENTS�NEED�THAT�EXTRA�BIT�OF�SUPPORT�TO�MANAGE�CERTAIN�ASPECTS�OF�THEIR�CHILDÃS
CARE��

4HESE�ARE�STAYS�THAT�ARE�USUALLY�BOOKED�WITHIN�THE�UPCOMING�FORTNIGHT�BUT�CAN�BE
BOOKED�UP�TO�A�MONTH�IN�ADVANCE��0RIOR�TO�THE�ADMISSION��THE�CARE�TEAM�WILL�DISCUSS�WITH
YOU�THE�REASON�FOR�THE�STAY�AND�THE�OUTCOMES�THAT�WE�WOULD�HOPE�TO�ACHIEVE��4HESE
STAYS�ARE�GENERALLY��
��NIGHTS�

."�4HESE�STAYS�ARE�NOT�GUARANTEED�AND�MAY�BE�CANCELLED�AT�SHORT�NOTICE�IF�OTHER
CHILDREN�REQUIRE�A�CRITICAL�STAY�

/UR�AIM�IS�TO�PROVIDE�EXCELLENT�CARE�IN�A�HOMELY�AND�COMFORTABLE�ENVIRONMENT
WHILST�ENSURING�THAT�WE�MEET�ALL�NECESSARY�CLINICAL�SAFETY�REQUIREMENTS��#HILDREN
ARE�ADMITTED�TO�(ELEN���$OUGLAS�(OUSE�FOR�A�NUMBER�OF�REASONS�
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)F�YOU�ARE�COMING�FOR�A�PLANNED�STAY�YOU�WILL�RECEIVE�A�CALL�FROM�ONE�OF�THE�MEMBERS�OF
THE�CARE�TEAM��$URING�THE�CALL�WE�CAN�CAPTURE�ANY�CHANGES�IN�YOUR�CHILDÃS�HEALTH�OR�CARE
AND�WE�WILL�THEN�SEND�YOU�A�COPY�OF�THE�MOST�RECENT�CARE�PLAN�AS�DISCUSSED��SO�THAT�YOU
CAN�MAKE�SURE�IT�IS�CORRECT�Þ

6ISITING�THE�HOSPICE
$URING�THE�PANDEMIC�IT�IS�ESSENTIAL�THAT�THE�NUMBER�OF�PEOPLE�COMING�INTO�THE�HOSPICE�IS
LIMITED��7E�ARE�REGULARLY�REVIEWING�OUR�VISITING�GUIDANCE�TO�ENSURE�THAT�IT�IS�THE�LEAST
RESTRICTIVE�THAT�IT�CAN�BE��

#URRENTLY��CHILDREN�BEING�ADMITTED�FOR�END�OF�LIFE�CARE�CAN�BE�ACCOMPANIED�BY�CLOSE
FAMILY�MEMBERS��INCLUDING�SIBLINGS��#HILDREN�BEING�ADMITTED�FOR�SYMPTOM�MANAGEMENT�
OR�STEPPED�DISCHARGE��FROM�HOSPITAL�MAY�BE�ACCOMPANIED�BY�ONE�ADULT�ONLY��)N�THIS
INSTANCE��WE�WILL�OFFER�ALTERNATIVE�OPTIONS�FOR�WAYS�THAT�OTHER�FAMILY�MEMBERS�CAN�VISIT
WHICH�MAY�INVOLVE�MEETING�IN�THE�GARDEN��OR�BY�UTILISING�OUR�NEW�TEEN�SPACE�

&OR�THOSE�CHILDREN�HAVING�SUPPORTIVE�STAYS��WE�MAY�NOT�ALWAYS�BE�ABLE�TO�ACCOMMODATE
A�RESIDENT�PARENT��BUT�THIS�WILL�BE�DECIDED�ON�AN�INDIVIDUAL�BASIS�NEARER�THE�TIME�OF
ADMISSION�

&AMILY�&LATS�
4O�ACCOMMODATE�MEMBERS�OF�THE�FAMILY�WHO�ARE�STAYING�WITH�US�WE�HAVE�TWO�FAMILY
FLATS�AVAILABLE��4HESE�SPACES�ARE�THERE�TO�OFFER�A�PLACE�TO�RELAX�AND�RECHARGE��BUT�STILL
ONLY�BE�A�FEW�STEPS�AWAY�FROM�YOUR�CHILD��

#URRENTLY�THE�PRIORITY�FOR�THE�USE�OF�FLATS�IS�FOR�FAMILIES�WHOSE�CHILDREN�ARE�STAYING�IN

HOUSE�FOR�CRITICAL�STAYS�
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4O�ENSURE�THAT�YOUR�CHILDÃS�VISIT�GOES�SMOOTHLY��AND�WE�CAN�LOOK�AFTER�THEM
SAFELY��THERE�ARE�A�NUMBER�OF�ESSENTIAL�ITEMS�THAT�YOU�MUST�BRING�WITH�THEM�

0LEASE�NOTE��IF�YOU�DO�NOT�PROVIDE�ANY�OF�THE�ABOVE��WE�MAY�ASK�YOU�TO�GO
HOME�TO�GET�THESE�THINGS�AS�WE�MAY�NOT�HAVE�STOCK�ALTERNATIVES�AVAILABLE�

#OPIES�OF�ANY�RECENT�MEDICAL�CORRESPONDENCE
-EDICATION��)T�IS�ESSENTIAL�THAT�YOUR�CHILD�HAS�THEIR�CURRENT�MEDICATION��7E�DO�NOT
HAVE�A�SUPPLY�OF�MEDICATION�IN�HOUSE��-EDICINE�MUST�BE�
IN�DATE�AND�NOT�EXPIRING�DURING�THE�STAY
IN�ITS�ORIGINAL�PACKAGING�

0RESCRIBED�FEEDS�OR�ANY�VERY�SPECIALIST�FOODS
0LEASE�ALSO�PROVIDE�SYRINGES�FOR�MEDICINES�AND�FEEDS

�

7HAT�TO�BRING�FOR�EACH�VISIT7HAT�TO�BRING�FOR�EACH�VISIT

4OWELS�AND�FLANNELS
"EDDING
&OOD

!ND�FINALLY��THESE�ARE�THE�THINGS�YOU�CAN�LEAVE�AT�HOME��

0LEASE�ARRIVE�AT�THE�AGREED�TIME�WHEN�YOUR�CHILD�S�ROOM�WILL�BE
READY�AND�THE�CORRECT�STAFF�WILL�BE�AVAILABLE�TO�ADMIT�YOU�

3PECIALIST�EQUIPMENT�SUCH�AS�FEED�PUMPS��SATURATION�MONITORS��#0!0�MACHINE�
!LWAYS�REMEMBER�THE�CHARGER��0LEASE�NOTE�THAT�WE�WILL�USE�OUR�OWN�SUCTION
MACHINES��AS�WE�WILL�NOT�ACCEPT�ONE�FROM�HOME�DUE�TO�INFECTION�CONTROL�MEASURES�
3LINGS�AND�ANY�OTHER�SPECIFIC�MOVING�AND�HANDLING�EQUIPMENT��EVEN�IF�YOU�DONÃT�USE
THEM�AT�HOME	�
#LOTHESÞ�Þ�Þ�ÞÞ
.APPIES�PADS�AND�WIPES
4OILETRIES�AND�SKIN�CREAMS
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&OOD
7E�LL�PROVIDE�THREE�MEALS�A�DAY�FOR�ANY
RESIDENT�CHILD�AND�FAMILY�STAYING�WITH�US��

7E�HAVE�TWO�WONDERFUL�CHEFS�WHO�WILL
ENDEAVOUR�TO�MEET�ANY�DIETARY�NEEDS��BUT
THEY�MUST�BE�MADE�AWARE�OF�ANYTHING�PRIOR
TO�THE�ADMISSION�SO�THAT�THEY�CAN�PREPARE
FOR�THIS��

)F�YOU�ARE�JUST�PICKING�UP�OR�DROPPING�OFF
YOUR�CHILD�AT�A�MEALTIME��THEN�YOU�MAY�ALSO
CHOOSE�TO�BOOK�A�MEAL�WITH�US��7E�WANT�TO
MAKE�EACH�TRIP�AS�EASY�AS�POSSIBLE�FOR�YOU�
HOWEVER��ANY�REQUESTS�NEED�TO�BE�MADE�THE
DAY�BEFORE��SO�OUR�CARE�TEAM�CAN�INFORM�THE
KITCHEN��

."��7E�ARE�UNABLE�TO�PROVIDE�A�BLENDED�DIET
TO�TAKE�HOME�AS�IT�IS�NOT�ADVISED�BY�FOOD
SAFETY�REGULATIONS��7E�MAY��HOWEVER��BE
ABLE�TO�PROVIDE�A�PACKET�MEAL�

4HINGS�TO�NOTE�ABOUT�YOUR�CHILD�S�STAY4HINGS�TO�NOTE�ABOUT�YOUR�CHILD�S�STAY

$ISCHARGE�HOME
4HE�TIME�AND�DAY�OF�DISCHARGE�IS�OFTEN
DECIDED�PRIOR�TO�THE�START�OF�THE�STAY�
4HIS�ENABLES�YOU�AND�US�TO�MAKE
PLANS��7E�ASK�THAT�YOU�ADHERE�TO�THIS
AGREED�TIME�UNLESS�CIRCUMSTANCES
HAVE�CHANGED��!S�WITH�ADMISSION��IT
ENSURES�THAT�WE�HAVE�THE�RIGHT�STAFF�IN
PLACE�AND�HAVE�TIME�TO�PREPARE�THE
ROOMS�FOR�THE�NEXT�CHILD�
�
)F�YOUR�CHILDÃS�NEEDS�OR�CONDITION
CHANGES�DURING�ADMISSION��WE�WILL
WORK�WITH�YOUR�LOCAL�TEAM�TO�MAKE
SURE�THAT�EVERYTHING�IS�IN�PLACE�AT
HOME��7E�WILL�ORGANISE�FOR�YOU�TO�GO
HOME�WITH�ANY�NEW�MEDICINES��7E�WILL
ALWAYS�WRITE�A�DISCHARGE�SUMMARY�TO
GO�TO�THE�OTHER�HEALTHCARE
PROFESSIONALS�INVOLVED�IN�YOUR�CHILDÃS
CARE�





5SE�THIS�SPACE�TO�WRITE�ANY�NOTES�OR�QUESTIONS�YOU�NEED�TO�ASK�ABOUT�(ELEN��
$OUGLAS�(OUSE��

9OUR�NOTES9OUR�NOTES
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