Additional file 2. Full results of round 1 and 2 of Delphi expert panel review

Yes, Yes, with Not
THEME| SUBTHEME ITEM FROM ROUND 1 (PROCESSES OF CARE) : n . Total REVISED ITEM FOR ROUND 2 (PROCESSES OF CARE) Expert comments
appropriate changes appropriate P
R L . . | have can easily access to a range of healthcare workers in many disciplines multi-
| have access to multi-disciplinary expertise in my child's range of condition(s) (e.g., S ise to meet mv child's needs i o . €
1 medical nursing, allied health professionals, specialists, social workers, etc). Response 88% 21 13% 0% 24 doct h ist Y ial K th ist - . . g
options: Never / Seldom / Sometimes / Usually / Always oc ors. nurses p. a.rmaCIS s socia Worte)rs erapists
professionals. specialists_social workers. etc).
| have access to on-demand assistance and advice from healthcare workers. Response o 0 o | have can easily receive acecess-to-on-demand-assistance-and advice from healthcare
2 options: Never / Seldom / Sometimes / Usually / Always 67% 16 33% 0% 24 workers when | need it
. . Healthcare workers are approachable when | seek their advice. Response options: Never / | feel comfortable asking my child's healthcare workers are-approachable-whentseek-their
3 ) 83% 2 17% % 24
n Accessible Medical Seldom / Sometimes / Usually / Always 0 0 0 0% for advice about my child's care.
© Care 4 Healthcare workers offer convenient ways to obtain and manage my child's medical 70% 19 17% 1% 24 Healthcare workers efferconvenientways-te help me to obtain and-manage my child's
(0 equipment and supplies. Response options: Never / Seldom / Sometimes / Usually / medical equipment and supplies.
c Hea!thcare Workers facﬂﬁate the process of acquiring high-cost medlcgl equipment (€.g. Healthcare workers help me in faeilitate the process of acquiring high-cost medical equipment
I 5 ventilator, suction machine, buggy) that my child needs. Response options: Never / Seldom 75% 18 17% 8% 24 (e.g. ventilator, suction machine, buggy) for my child ;
I / Sometimes / Usually / Always / My child does not need high-cost equipment 9 99y y
I receive financial support to support my child's medical expenses that is based on an . ) . . . .
Lo . } ) | li | for to-suppert hil | -thatis-based-
3 6 individualized assessment of my family's needs. Response options: Never / Seldom / 71% 17 29% 0% 24 recelye gglequgte Inancial support for L my child's medical ‘expelnses
wn - en-anindividualized-assessmentof-my-family's-needs. Response options: Yes / No
D Sometimes / Usually / Always
’5 Healthcare workers offer flexibility in visitation for my child when he/she is critically ill (e.g. Healthcare workers offer flexibility in the number of caregivers allowed at bedside visitation-
5 1 allowing multiple caregivers at bedside). Response options: Strongly Disagree / Disagree / 75% 18 13% 13% 24 for-my-child when my child needs intensive care hefshe-is-eritically-ilH{e-g—alowing-multiple-
S Neither Agree nor Disagree / Agree / Strongly Agree / Not applicable to my child caregivers-at-bedside).
b} have-the-ability-to-choose-my-child's-healthcare-workers—F i :
I Disaaree / Disaare | o or D - onalv Aa 46% 11 21% 33% 24 ELIMINATE
8 My child is fast tracked at Children's Emergency because of his/her chronic and complex My child is attended to without undue delay fasttracked when we present at the
@® Effective 2 needs. Response options: Never / Seldom / Sometimes / Usually / Always / My child has 63% 15 25% 13% 24 emergency department at-Children's-Emergency-because-of-histherchronic-and-complex-
g administration and not been to Children's Emergency needs.
= facilities 3 The food prow_ded _m hospital is suited to my child's unique needs or preferenges. 71% 17 8% 21% o4 Thg food provided in healthcare facilities hospital can be modified to is suitedte my child's
o Response options: Never / Seldom / Sometimes / Usually / Always / Not applicable to my unigue needs orpreferences.
< Healthcare workers give me a private and comfortable space to be close to my child when L altheara warkarc civa o o o cmfartahla be | am able to stay close to
— 4 he/she is admitted to hospital or hospice. Response options: Never / Seldom / Sometimes 71% 17 17% 13% 24 S 7 AR - Y
c my child when he/she is admitted to hospital or hospice.
o /[ Usually / Always
= ) . . - . Health kers ensure-the-environmentin-which tak iat tion to minimi
o Healthcare workers ensure the environment in which my child is cared for is safe and e.a, (?are WOrKers ; . axe approprla © action to m-lr-n-mlz.e my
= 5 S . 79% 19 17% 4% 24 child's is exposure to other diseases when he/she is admitted in healthcare facilities-is-
m clean. Response options: Never / Seldom / Sometimes / Usually / Always
safe and clean.
N e il I N 2| nocravce
- I have a main healthcare worker or team who has consistent oversight over my child's | have a main healthcare worker who or team who consistently oversees has-consistent
2 . . . \ 92% 22 8% 0% 24 . . .
medical needs. Response options: Yes / No / | don't know oversight over my child's medical needs.
3 | have a healthcare worker or team who coordinates my child's care between different 9206 22 8% 0% 24 | have a healthcare worker who or team whe which coordinates my child's care between
Coordination and discip_lines and ser\_/ices. Re_sponse options: Yes / No / | don't know _ different disciplines, and services, and agencies.
continuity of care 4 }S;ZI(\)/;TZj;rgtein:nef:r/nbf:f;l\flr??legem healthcare workers. Response options: Never 67% 16 33% 0% 24 | receive consistent the-same information from different healthcare workers.
Healthcare workers ensure a smooth transition of care across the different settings my Healthcare workers ensure a smooth transition of care across the different healthcare settings
5 child receives care (e.g., NICU to PICU, Private to Public, going home, hospital admission). 88% 21 13% 0% 24 my-child-receiveseare (e.g., NICU to PICU, Private to Public facilities, going home, hospital
Response options: Never / Seldom / Sometimes / Usually / Always admission).
Healthcare workers make sure my child's appointments are well coordinated to reduce our 0 o o Healthcare workers make-sure coordinate my child's appointments are-well-coerdinated to
6 hospital visits. Response options: Never / Seldom / Sometimes / Usually / Always 92% 22 8% 0% 24 reduce our hospital visits.
1 Heglthcare worker§ present th_emselves in an honest and trgnsparent way. Response 79% 19 17% 4% 24 Healthcare workers present themselves in an honest and-transparent-way.
options: Strongly Disagree / Disagree / Neither Agree nor Disagree / Agree / Strongly Agree
| trust my child's healthcare workers. Response options: Strongly Disagree / Disagree / Healthcare workers make an effort to build a trusting relationship with me.-Hrust-my-
2 . : 100% 24 0% 0% 24 ]
Neither Agree nor Disagree / Agree / Strongly Agree child's-healthcare-workers—
3 Healthcare workers take responsibility for my child's wellbeing and things that happen to 83% 20 17% 0% 24 Healthcare workers take responsibility for my child's wellbeing-and-things-that-happen-to-my-
my child under their care. Response options: Never / Seldom / Sometimes / Usually / ° ° 0 child-when he/she is under their care.
4 Healthcare workers respect my right to information on my child. Response options: Never / 88% 21 13% 0% 24 Healthcare workers support respeet my right to information about en my child by ensuring |
" Seldom / Sometimes / Usually / Always am always fully informed.
2 R B I | nocrvee
. Healthcare workers communicate with me in a sensitive way. Response options: Never / 0 o o . . . - . -
E Responsive and 6 Seldom / Sometimes / Usually / Always 92% 22 8% 0% 24 Healthcare workers communicate with me in a sensitive way that is sensitive to my needs.
o sensitive 7 Hez_althcare workers communlcat_e with me in a way that | can understand. Response 100% 24 0% 0% 24 NO CHANGE
wn communication options: Never / Seldom / Sometimes / Usually / Always
o Healthcare workers give me enough time to think about decisions for my child's care
= g g y : 0 0 1)
e} 8 Lo } 100% 24 0% 0% 24 NO CHANGE
—_ Response options: Never / Seldom / Sometimes / Usually / Always
@© . Healthcare workers have an appropriate geed sense of urgency when communicating with
S Healthcare workers have a good sense of urgency so that | am not unneccessarily me so that additional stress is not created . (e.g. not callin
@4 9 stressed. Response options: Strongly Disagree / Disagree / Neither Agree nor Disagree / 58% 14 29% 13% 24 ) . . . . 9 . g
— Agree / Strongly Agree multiple times throughout the day for non-urgent issues, informing me about critical news
g i i i i auicklv).
o 10 ggle:jlgwr;:a;resc\)/vrsgliﬁ;se:r;otﬁLrjr;ﬁyg;;eztljvlvn:ygare and sincerity. Response options: Never / 92% 22 8% 0% 24 NO CHANGE
(7)]
(%)) Healthcare workers are respectful of my spiritual or religious customs and beliefs. 0 o o
...q;’ 1 Response options: Never / Seldom / Sometimes / Usually / Always / Not applicable to me 96% 23 4% 0% 24 NO CHANGE
8 1 Healthcare Yvorkers have' the necessary knowledgg, skills and expgrience in their fields to 70% 19 21% 0% 24 Healthcare workers present their have-the-necessary knowledge, skills and experience so
o meet my child's and family's needs. Response options: Strongly Disagree / Disagree / that | am confident they can meet my child's needs-in-theirfields to-meetmy-child's and-
2 Healthcare workers avoid unnecessary treatments and investigations on my child. 83% 20 17% 0% o4 Healthcare workers avoid unnecessary treatments and investigations on my child. Response
Competency of Response options: Never / S_eldom / Spmetimes / Usually/AIways : options: Strongly Disagree / Disagree / Neither Agree nor Disagree / Agree / Strongly
health(?are de)llivery 3 gsﬁdlg:ﬁa/rgyg;ﬁigi%ﬁ;gmﬁ&mﬁfal care for my child. Response options: Never / 83% 20 17% 0% 24 Healthcare workers deliver provide timely medical care for my child without undue delay.
Healthcare workers are able to identify and solve my child's medical issues. Response Healthcare workers are-able-te do all they can to identify and selve treat my child's medical
4 S ; 71% 17 29% 0% 24 .
options: Never / Seldom / Sometimes / Usually / Always issues.
5 | comfonable. Respense options. Never  Seidom ! Sometimes / Usually/Amas. s | 21 | 1w 0% 24 | NOGHANGE
Healthca‘re workers _tell me what to look QUt for so that | kngw whatto do when he/she is Healthcare workers tell me what to look out for so that | know what to do when my child
1 unwell without needing to go to the hospital. Response options: Never / Seldom / 79% 19 21% 0% 24 ) . . )
. hefshe is unwell,-witheut-needing-to-go-to-the-hespital.
Sometimes / Usually / Always
Healthcare workers equip me with skills so that | can confidently care for my child out of 0 o o
2 the hospital. Response options: Never / Seldom / Sometimes / Usually / Always 92% 22 8% 0% 24 NO CHANGE
3 Heglthcare workers acknowledg(_e and affirm my efforts in caring for my child. Response 100% 24 0% 0% 24 NO CHANGE
options: Never / Seldom / Sometimes / Usually / Always
Empowering 4 Heal_thc_are workers give me opponun|t|es to bond with my child during hospital or hospice 96% 23 4% 0% 24 NO CHANGE
i caregivers admissions. Response options: Never / Seldom / Sometimes / Usually / Always — - — — - —
arent- . . . . t isits t t ivi ing that ild i
P Healthcare workers make home visits to give my child medical treatment or care. eafihcare workers make Ome vistts .0 suppgr my caregiving by checking tha -my chrdis
5 S ) 58% 14 25% 17% 24 well taken care of at home give-my-child-medicaltreatment-ercare. Response options: Never
Response options: Never / Seldom / Sometimes / Usually / Always . . ;
/ Seldom / Sometimes / Usually / Always / Not applicable to my child
0 - — -
et 6 Healthcare wquers give me opportunities tg advocate or speak up for my child and myself. 96% 23 0% 1% 24 NO CHANGE
) Response options: Never / Seldom / Sometimes / Usually / Always
2 Healthcare workers provide me with opportunities to give back to the special needs Healthcare workers provide me with opportunities to give back to the special needs community
8 7 community e.g. supporting other families, research and funding. Response options: Never / 79% 19 17% 4% 24 when | approach them e.g. letting me supporting other families, participate in research and
E Seldom / Sometimes / Usually / Always / | prefer not to be involved raising fundsing.
O 1 ggﬂteklfsfsvyglgjgslljlljpﬁv(\)’gvrzy hopes for my child. Response options: Never / Seldom / 100% o4 0% 0% o4 NO CHANGE
o
c - —
o 5 Healthcgre workers prepare me for what may lie ahead. Response options: Never / Seldom 96% 23 1% 0% 24 NO CHANGE
8 o / Sometimes / Usually / Always _ _ _ _ :
a Providing 3 Healthcare workers prowde me with a compassionate listening ear. Response options: 100% o4 0% 0% o4 NO CHANGE
o psychosocial NeV(IeL/ Seldomk/ Sometimes / Usuallyll Alc\j/va%/s | — - -
Healthcare workers give me emotional and physical space to be alone when | have . . . : : . :
c Healthcare workers give me appropriate time and emeotionalandphysical space if | wish to
s support to parents| 4 received difficult news about my child. Response options: Strongly Disagree / Disagree / 75% 18 17% 8% 24 be alone 9 after recperi)vesin difficult news about mv child P
o AND FAMILY Neither Agree nor Disagree / Agree / Strongly Agree S y
o Healthcare workers give me access to parent support networks. Response options: Never / 0 0 o - .
g_ 5 Seldom / Sometimes / Usually / Always 83% 20 17% 0% 24 Healthcare workers facilitate my give-me access to parent support networks.
n 6 Healthcare workers attend to my entire family's needs. Response options: Never / Seldom / 71% 17 25% 1% 24 Healthcare workers assess and where possible help with our attend-te-my-entire family's
Sometimes / Usually / Always / Not applicable to my family psychosocial needs resulting from my child's condition.
1 Healthcare workers give me options for someone skilled to take care of my child so that | 83% 20 17% 0% 24 Healthcare workers help me find give-me options for someone skilled to take care of my child
can take a break if | need it. Response options: Never / Seldom / Sometimes / Usually / so that | can take a break if | need it.
2 Healthcare workers give me practical suggestions on how we can reduce our family's 83% 20 13% 1% 24 Healthcare workers give me practical suggestions on how | we can reduce eutr my child's
financial burden. Response options: Never / Seldom / Sometimes / Usually / Always medical costs family'sfinancial-burden.
Healthcare workers provide guidance to available resources to reduce my family's financial Healthcare workers guide me to provide-guidance-to available resources to reduce my family's
3 ) ) 75% 18 21% 4% 24 ] .
burden. Response options: Never / Seldom / Sometimes / Usually / Always financial burden.
4 Healthcare workers do their best to avoid my child's hospitalization. Response options: 75% 18 17% 8% 24 Healthcare workers do their best to avoid my child's unnecessary and unplanned
Never / Seldom / Sometimes / Usually / Always hospitalization.
Healthcare workers offer specialized transport for my child with mobility needs. Response . . . . . .
Healthcare workers offer information for us to find specialized transport for my child with who
5 options: Never / Seldom / Sometimes / Usually / Always / My child does not have mobility 71% 17 21% 8% 24 L P P y
needs has mobility needs.
1 Heglthcare workers put in effort tp foster a personal relationship with my child. Response 100% 24 0% 0% 24 NO CHANGE
options: Never / Seldom / Sometimes / Usually / Always
Healthcare workers provide us with allied health support (e.g. therapists) to meet my goals 0 o o Healthcare workers provide us with appropriate allied health support (e.g. therapists) to meet
2 ) - . 92% 22 8% 0% 24 .
() for my child. Response options: Never / Seldom / Sometimes / Usually / Always my goals for my child's development.
- — - - —
8 Holistic approach 3 :232:‘?23;Z)?T:k/eésorcnrizi(jsihnggﬁ;;jzljvtgs/ZSphere in hospital. Response options: 88% 21 8% 4% 24 Healthcare workers do their best to create a child-friendly atmosphere in hospital or hospice.
g to care_for the 4 Hez_althc.are workers give my chllq emotional support and encourag_ement. Respon_se 88% 21 13% 0% 24 Healthcare workers provide give my child with emotional support
73 child options: Never / Seldom / Sometimes / Usually / Always / Not applicable to my child 9 9
= 5 | have access to suitable facilities or services for my child's play and engagement. 83% 20 17% 0% o4 Healthcare workers facilitate my child's Haave-access to appropriate suitable facilities or
g Response options: Strqqgly Disagrge / Disagree / Neith_er Agree nor Disagree / Agree / services for-my-child's play and engagement.
o Heglthcare workers_ facilitate my child's access to special n_eeds schools. Response Healthcare workers facilitate my child's access to special needs schools when | ask.
c 6 options: Strongly Disagree / Disagree / Neither Agree nor Disagree / Agree / Strongly Agree 88% 21 13% 0% 24 L . .
= / Not applicable to my child Response options: Yes / No / Not applicable to my child
<) Healthcare workers give me complete information on all management options for my child
= 1 so that | can make informed decisions. Response options: Never / Seldom / Sometimes / 83% 20 13% 4% 24 NO CHANGE
T Usually / Always
5 Healthcare workers clearly explain the pros and cons of different medical beth-the benefits-
o Healthcare workers explain both the benefits and burdens of technology and procedures on 0 0 o anhd-burdens-of technologiesy-and procedures (Continuous positive airway pressure (CPAP),
o] 2 . . ) . 75% 18 17% 8% 24 h L o .
L my child. Response options: Never / Seldom / Sometimes / Usually / Always tracheostomy) on my child so that | am aware of the effects it will have on my child's daily
o life.
O 3 A palliative care team or specialist(s) is an active part of my child's treatment plan. 63% 15 33% 4% 24 A palliative care team or specialist(s) participates in is-an-active-part-of my child's treatment
o) Shared decision- Response options: Yes / No / | don't know 0 ° 0 plan.
8 v 4 [If parent responds yes to prior item] Palliative care team or specialist(s) was introduced at 88% 21 13% 0% 24 [If parent responds yes to prior item] Healthcare workers introduced the palliative care team
= maxing an appropriate time. Response options: Too early / Too late / Appropriate time or specialist(s) was-introduced at an appropriate time. Response options: Yes / No
g 5 Healthcare workers discussed the role of comfort care when | was given a poor prognosis 75% 18 25% 0% 24 Healthcare workers discussed how the scope of the-rele-ef-comfort care can be tailored to
o of my child's condition. Response options: Yes / No / 1 don't know / Not applicable to my provide comfort for my child when | was given a poor prognosis of my child's condition.
by - - - —
= 6 Heialthc.are workers are responsive to my inputs regarding my child's care. Response 79% 19 21% 0% 24 Healthcare workers listen to are-respensive-te my inputs regarding my child's care.
) options: Never / Seldom / Sometimes / Usually / Always
o 7 Healthcare workers respect my right to make decisions for my child’s treatments. 83% 20 17% 0% 24 I am as involved as much as | wish to be in decision-making about my child's treatment.
Response options: Never / Seldom / Sometimes / Usually / Always ° ° 0 Healthcare-workersrespect-my-right to-make-decisionsformy-child’s-treatments-
8 Healthcare workers recommend and manage my child's care while considering my family's 83% 20 13% 1% 24 Healthcare workers recommend-and-manage provide care to my child's-eare while

preferences. Response options: Never / Seldom / Sometimes / Usually / Always

considering my family's preferences for treatments.




Yes,

Not

THEME SUBTHEME Round 2 REVISED WORKING ITEM (PROCESSES) appropriate n appropriate Total Round 3 REVISED WORKING ITEM (PROCESSES) Expert comments (if any) Facilitator Response (if any)
| can easily access a range of healthcare workers in many disciplines to Lo . L o . . .
meet my child's needs (e.g., doctors, nurses, pharmaclsts, social 91.67% 29 8.33% 24 Unchanged Not every dlsc_lpllne | department are accessible] No chaqges made in light of majority vote; most panelists found item
workers, therapists etc). complex wording appropriate.
I can easily access advice from healthcare workers[]
Seems similar to the item below, but the item below feels more patient/family
centered(]
| can easily receive advice from healthcare workers when | need it. 91.67% 22 8.33% 24 | can easily reeeive get advice from healthcare workers when | need it. Is the question looking at ease of path to receive or readily receive / receive For clarity, 'receive’ replaced with 'get'.
timely advice which maybe time based focused(
| can easily receive advice for my child from healthcare workers when | need it.C]
get better than receive ] ] I
This one seems to be more about relationships and trust than accessibility(]
| feel comfortable asking my child's healthcare workers for advice about Healthcare workers make me--feel comfortable asking my-ehild's-healtheare-werkers-for advice Is this asking from the parent S. comfort vs My (\Thl,ld s healthcare worker makes .
mv child's care 91.67% 22 8.33% 24 about mv child's care me feel comfortable to ask advice about my child's care.O] Suggested changes incorporated.
y ’ y ' Why say "my child's healthcare workers" only for this item? (and say not in the
previous or next item)
Does not quite assess accessibility. Prescription of medical equipment is
A ibl . . . . . . . - . . required of healthcare workers. Procurement and purchase may differ in different .
cgess ble SHueaItI?ecSare workers help me to obtain my child's medical equipment and 91.67% 22 8.33% 24 ::;I;charliiee\évorkers provide the guidance | need help-me to obtain my child's medical equipment models of care, eg direct from vendors, which can be equally accessible.0 Changes made for clarity.
Medical Care PRI PRIeES. The tend to help within their scope of work[
Not help to obtain but rather advise on how to obtain, incase it breeds
Healthcare professionals help me in the process of acquiring appropriate medical
equipment for my child (it may not be high cost but it needs to be appropriate)]
Healthcare workers help me in the process of acquiring high-cost This feels similar to the item abover]
. . P . proce quiring hig . 87.50% 21 12.50% 24 ELIMINATE (due to high overlap with the construct of the previous indicator) ...through or with the process...O Combined with item above and eliminated due to high overlap.
medical equipment (e.g. ventilator, suction machine, buggy) for my child. Unclear about intent or extent. "help me in the process.." as in provide $ or
faclitate application for financial assistance.l]
drop on the process
I have access to financial support for my child's medical expenses if needed.
(financial support may come from families, friends, etc). The question may need
| receive adequate financial support for my child's medical expenses | have access to reeeive-adeguate financial support for my child's medical expenses if needed to be more specific on the source of help.[J
d PP y P ’ 91.67% 22 8.33% 24 - uppor y P ' In keeping with the wording of the sub-theme of ‘access,' perhaps "I have access |Most suggested changes incorporated.
Response options: Yes / No Response options: Yes / No / | do not need financial assistance ) ; o . "
to adequate financial support for my child's medical expenses."O]
Qualify where eligible. Unless this question is about perceptions. Most would say
not enouah in that case.
Yes Not
. : Round 3 REVISED WORKING ITEM (PROCESSE
Round 2 REVISED WORKING ITEM (PROCESSES) appropriate | " | appropriate Total ound 3 ) o G (PROCESSES)
Healthcare workers offer flexibility in the number of caregivers allowed at Healthcare workers offer flexibility in the number of caregivers allowed at bedside when my child is Instead of _nee_ds |_nten5|ve carg . .hov.v about "is critically ill .D Pertglnlng tq cqn_cern§ over _mstltutlonal policies gnd the m_appllcablllty
bedside when my child needs intensive care 83.33% 20 16.67% 24 in the intensive care unit Healthcare institutions offer flexibility in the number of caregivers allowed at the |to wider setting: item is retained as HCW's are given certain autonomy
Y ) ) bedside in times of need when my child is in the intensive care unit. (effective to allow caregivers when child is in the ICU in Singapore. Furthermore,
Maybe this fits better in the previous one about accessibility?[]
My child is attended to without undue delay when we present at the 91.67% 22 8.33% o4 Unchanaed The word "undue" is important[] No changes made in light of majority vote; most panelists found item
emergency department. ' ’ 9 As parents may have varied expectations...Will the answers be in a ilkert format? |appropriate.
e e o
The lfood prowded in healthcare facilities can be modified to suit my 87.50% 21 12.50% o4 Th_e food provided in hospital or hospice can be modified to suit my child's eating the meal, Especislly western food with a few choices.qr
Chlld S Unlque needs' Unlque needs' LICD avn nnon in diconiccinne waiith ma an hvna of nindritinnallcninnlamantans dinte
I am _able to stay close to my child when he/she is admitted to hospital or 91.67% 22 8.33% 24 Unchanged If this item is retained, | might suggest revising the wording, as "stay close No chapges made in light of majority vote; most panelists found item
hospice. seems vague. appropriate.
minimize my child's exposurel!
| am not sure if this is only applicable to seriously ill patients. It should apply to
Healthcare workers take appropriate action to minimize my child's is ALL patients.[]
; pprop - . . y Healthcare workers take appropriate action to minimize my child's is exposure to other diseases Healthcare workers take appropriate action to minimise my child's exposure to .
exposure to other diseases when he/she is admitted in healthcare 79.17% 19 20.83% 24 . . ; . ) ; . . . o Most suggested changes incorporated.
facilities when he/she is admitted in healtheare-facilities hospital. other diseases when he/she is admitted in healthcare facilities[]
’ hospital or hospice instead of healthcare facilties, simialr to term used in previous
n item?0
o ok to include. but edit awkward wordin
S Yes Yes, with Not
ko] [New indicators suggested in Round 1 for testing in Round 2] approplliate n chaynges appropriate Total
c
8 Effective Healthcare workers offer flexibility in visitation hours when my child Change healthcare workers o insfitutions/facilities(]
3 administration needs intensive care. Response options: Never / Seldom / Sometimes / 66.67% 16 12.50% 20.83% 24 |ELIMINATE ﬁ;n;er:f)l(ggr;flgfntsz ﬁgg}:ﬁcarzljvlcfrllgzyﬂa reflection of institutional policies and |, oiiminated as process is not within the control of HCW's.
3 and facilities Usually / Always Healthcare facilities or workers offer.... i
5 Not too sure about this - because | don't think most HCW have the authority to
° offer such flexibility (unlike when in ICU settings)O
> Healthcare workers offer flexibility in visitation hours when my child is Have to follow to hospital guidelines for visitation hours. Especially in general
» admitted to the general ward. Response options: Never / Seldom / 54.17% 13 16.67% 29.17% 24 |ELIMINATE ward when child is not in critical stage.(] Item eliminated as process is not within the control of HCW's.
o Sometimes / Usually / Always Same as abovell
8 Healthcare facilities or workers offer....00
< is it reallv the workers who offer flexibility?
= Not too sure about this - because T don't think most HCW have the authority to
g offer such flexibility (unlike when in ICU settings)
- when my child is admitted(
2 Healthcare workers offer flexibility in the number of caregivers allowed at \?v:\rls\:\?hfgrl':?:vziltg iiorfgtlt?:: g:l?ci:nsiz fzrg isitation hours. Especially in general
2 bedside when my child admitted to the general ward. Response options: 50.00% 12 20.83% 29.17% 24 |ELIMINATE . . ge. T S Item eliminated as process is not within the control of HCWs.
= Never / Seldom / Sometimes / Usually / Always At times some healthcare worker ignored on some patient's visitors which is
w Y Y more that caregiver at the bed side and pretend as didnt see it as children and
caregiver need some rest hope they could expedite visitors except for caregiver
after visiting hours.J
Same as ahave and add "when needed"
I think this is about accessibility]
Not sure what this question mean. Refer caregivers to specialists for their own
- . . health conditions?]
:zsgrfzzlc\;\gqu?;;’;f;rirr::gt;) SZEZ‘?IlftZ@sanseeded. Response options: 75.00% 18 12 50% 12.50% 24 [SMg:\i/alis'[;)aéi(éEdiilBLE MEDICAL CARE] Healthcare workers refer me my child to relevant HCW dicusses with me and refers...(] Most suggested changes incorporated.
y 4 P ' Need to be specific about which or what types of specialists. Eg. say relevant or
appropriate?]
This item. if retained. aoes better with "Accessible Medical Care.
Yes, Not
Round 2 REVISED WORKING ITEM (PROCESSES) appropriate n appropriate Total Round 3 REVISED WORKING ITEM (PROCESSES)
;:e”agt,t;cca;reevv&r:sgz r\:\éoerlg)as a team towards the same goals for my 100.00% 24 0.00% o4 Unchanged
I 'have a consistent healthcareworker or team overseeing my child’'s medical
needs(]
main healthcare worker or team (typo)[]
| have a main healthcare worker who or team who consistently oversees 91.67% 22 8.33% o4 | have a main healthcare worker/ whe-er team whe that consistently oversees my child's medical |Change to "I have a healthcare worker or team who consistently oversees my Most suggested changes incorporated.

my child's medical needs.

needs.

child's medical needs."]
Remove first "who" in the sentence.C
| have a healthcare worker or a healthcare team who consistently oversees my

child's medical needs




| have a healthcare worker who or team which coordinates my child's

| have a healthcare worker/ whe-er team whe that coordinates my child's care between different

healthcare worker or team who (typo)L

| have a healthcare worker or a healthcare team which coordinates my child's
care between different disciplines, services and agencies.

Need to differentiate this from above. Call the one above "healthcare

Professional Qualities of HCWs

0, 0, i
3 care between different disciplines, services, and agencies. 87.50% 21 12.50% 24 disciplines.—-services;-and-ageneies: professional”. And here "a single healthcare worker who coordinates my child's Most suggested changes incorporated.
care between..."O
The wording is awkward. | assume the first "who" is a typo.[]
avoid double barrel
. . 4 |l receive consistent information from different healthcare workers. 100.00% 24 0.00% 24 Unchanged
Coordination — .
inti Healthcare workers ensure a smooth transition of care across the Healthcare workers ensure a smooth transition of care across the different healthcare settings (e Add hospice?(] Retained as-is; care may extend beyond child's medical care to care
and continuity [ 5 [gifferent healthcare settings (e.g., NICU to PICU, Private to Public 95.83% 23 4.17% 24 ) o X ) : o 95 (€8 | transition of care for my child across...0 ' Y Y
- ) . o NICU to PICU, Private to Public facilities, going home, hospital or hospice admission). structures as well.
of care facilities, going home, hospital admission). too complex?
Healthcare workers coordinate my child's appointments to reduce our ‘organise” instead of coordinate (to keep distinct from above).t
6 hospital visits y P 95.83% 23 4.17% 24 Healthcare workers organise eeerdirate my child's appointments to reduce our hospital visits. "health care workers' sound a little impersonal / abstract. would some type of Most suggested changes incorporated.
P ) qualifier like 'my', 'at x clinic' , etc make it all read better?
[New items suggested in Round 1 for testing in Round 2] Yes,. n ves, with NOt. Total
appropriate changes appropriate
This subtheme should be Timited to a medical setting.[]
Overlap with previous question(
. . This is a very complex statement and somewhat similar to the care coordination
Healthcare workers coordinate my child's care across healthcare and . . " .
education sectors for my child's medical, developmental and education item "I have a healthcare worker or team who..." above. Perhaps "Healthcare
1 my . ’ pm 79.17% 19 8.33% 12.50% 24 |ELIMINATE (due to high overlap with the constructs captured by other indicators) workers ensure that my child's medical, developmental, and educational needs |Eliminated due to high overlap with existing items.
needs. Response options: Never / Seldom / Sometimes / Usually / : .
Always are met across settings.'l]
Most of the time they try to coordinate]
Duplicate of above. We could add the need to coordinate with schools to above if
indicated, "Agencies" was mentioned, __
Not sure what "beyond healthcare facilities” meansQ]
rather than "beyond" is it "outside" healthcare facilities?]
Healthcare workers make sure my child's medical equipment are Depend on the model of care, this may not be the responsibility of the healthcare Eliminated due to concerns over relevance to HCWs and problems
2 |properly maintained beyond healthcare facilities. Response options: 66.67% 16 12.50% 20.83% 24 |ELIMINATE worker. Some models are managed by outsourced third parties or vendors and ) - . P
: - with wider applicability.
Never / Seldom / Sometimes / Usually / Always are equally effective.O
This is likely outside of the scope of most healthcare teams[]
Depends the medical equipment where the family is gettina from
Yes, Not
Round 2 REVISED WORKING ITEM (PROCESSES) appropriate n appropriate Total Round 3 REVISED WORKING ITEM (PROCESSES)
1 |Healthcare workers present themselves in an honest way 91.67% 22 8.33% 24 Healthcare workers present themselves in an authentic herest way. Perhaps use "Authentic” rather than hon_est[l . Changes made.
Healthcare workers present themselves in an honest and non-judgmental way of
5, |eancare Workers TMaKe an enort 1o bUNd a rustng reratonsnip with 100.00% o1 0.00% oa Unchanged
me TR ) A
3 ?gilrtlzcgﬁr‘]’grkﬁ;:iﬁeres‘)ons'b"'ty for my child's wellbeing when 95.83% 23 4.17% 24 [MOVE TO COMPETENCY OF HEALTHCARE DELIVERY] Not really a "communication” response. Changes made.
May be difficult for layperson to understand the sentence. Suggest rephrase
. . . . "Healthcare workers ensure that | am informed or have access to information - L . . .
4 eHneSalIJt:r::arleav;OZT\(le\;’Z ssufzrl)loritnrfr;;r/nr]lggt to information about my child by 100.00% 2 0.00% 24 Unchanged about my child in a timely manner"0 :o (lfgarrilg;s made in light of majority vote; most panelists found item
9 4 y ' This is also a complex statement. Perhaps "Healthcare workers ensure that | am pprop '
_ i _ i _ fully informed about my child's care." __ _ _ _
5 Healthcare workers give me information on my child's condition in a 95.83% 23 4.17% 24 Unchanged No chanes made in light of majority vote; most panelists found item
timely manner. appropriate.
6 :3a:22§;e workers communicate with me in a way that is sensitive to 100.00% 24 0.00% o4 Unchanged
7 (unchanged) Healthcare workers communicate with me in a way that | 100.00% 24 0.00% 24 Unchanged
can understand.
8 (unghanged)Health(?ar'e workers give me enough time to think about 100.00% 24 0.00% 24 Unchanged
decisions for my child's care.
. At times some healthcare worker didn't read up the case sheets that Is sated in
Responsive ; . : S o
. the system especially for the child who is a frequent admission. Some will just
and sensitive i woke u up at 3am in the morning to ask a non urgent matter and that makes an
; : Healthcare workers have an appropriate sense of urgency when . . L PR
communicatio - . L . anxiety to a parents with a complex care as thinking that the child is in critical for - - . . .
communicating with me so that additional stress is not created (e.g. not . - . . . No changes made in light of majority vote; most panelists found item
n 9 ) . . . - ) 83.33% 20 16.67% 24 Unchanged waking up that time. It would be appropriate to read up and not keeping asking .
calling multiple times throughout the day for non-urgent issues, informing . . appropriate.
me about critical news quickly) the same repeating questiont)
’ "in a way that is sensitive to my needs" should cover this aspect
This is a complex statement that | feel is covered by other items.O
ok item. but too complex wordina
Suggest "genuine care and concern”. genuine should be sincere.l]
10 |(unchanged) Healthcare workers show me genuine care and singerity. 95.83% 23 217% 24 [MOVE TO PROVIDINQ PSYCHOSO.CIAIT SUPPORT FOR PARENTS AND FAMILY] Healthcare (I don't thl.nk t.hat sincerity a requirement for "responsive and sensitive' Most suggested changes incorporated.
workers show me genuine care and sireerity concern. communication.
_ __ ‘'show me care"?
11 (unchanged) Heglthcare workers are respectful of my spiritual or religious 100.00% 24 0.00% 24 Unchanged
customs and beliefs.
[New items suggested in Round 1 for testing in Round 2] Yes,. n ves, with NOt. Total
appropriate changes appropriate
| feel this is covered under "Healthcare workers are respectful of my spiritual or
Healthcare workers are sensitive to the cultural issues that may affect my ggf?;zlﬁstgisggg:tzgg b,\igefisn;/i[lte more questions from the responder. 0
1 [role or ability to care for my child. Response options: Strongly Disagree / 79.17% 19 8.33% 12.50% 24 |ELIMINATE (due to high overlap with the constructs captured by other indicators) . - Vay > d P ' Eliminated due to high overlap with existing items.
; . . Can give examples? Not very clear on issues[]
Disagree / Neither Agree nor Disagree / Agree / Strongly Agree h
Duplicate[
delete "the" before cultural
Healthcare workers communicate with my child in a way that is sensitive Healthcare workers communicate or care for my child in a way that is sensitive
2 |to his/her needs. Response options: Never / Seldom / Sometimes / 95.83% 23 4.17% 0.00% 24 JUnchanged to his/her needs y Y Care not added to focus on subtheme of communication.
Usually / Always
Yes, Not
Round 2 REVISED WORKING ITEM (PROCESSES) appropriate n appropriate Total Round 3 REVISED WORKING ITEM (PROCESSES)
1 Healthcar_e workers present their knqw!edge skills and experience so that 87.50% 21 12.50% o4 Healthcare wquers assure me of present tht_elrlcapabllmes so |Vague. "Present their knowledg(_e but_ how_ O Changes made for clarity.
| am confident they can meet my child's needs that | am confident that they can meet my child's needs. | am not able to get at what the item is trying to ask[]
2 Health.care workers av0|‘d unnecessary treatments gnd mvestnggnons on 87.50% 21 12.50% 24 Hgalthcarg workers avoid unﬂeeessaFy treatments and investigations er-my-ehitd that are not Dogs not- seem to fit VYIth th_e other items but Tot sure where it goes.[J . Most suggested changes incorporated.
my child. Response options: Strongly Disagree / Disagree / Neither aligned with my goals for my child's care. | think this statement is a bit vague. Perhaps "Healthcare workers only provide
Is this more about accessibility?[]
o H H H " H H an ", H ||I)
3 Healthcare workers provide medical care for my child without undue 87.50% 21 12.50% 24 Healthcare workers provide medical care for my child in a timely manner witheut-undue-delay. Perhaps "...in zjltlme!y‘manner rather than "without undue delay"?0] Most suggested changes incorporated.
delay. Sounds more like efficiencyl]
is this a repeat from page 1
"do all they can" and "are able to" identify and treat has a subtle, but i feel
: ) . important difference. | feel the latter might be more appropriate.(] . . . .
4 Heal.thca.re workers do all they can to identify and treat my child's 91.67% 22 8.33% 24 Healthcare workers do all they can to identify and treat manage my child's medical issues. This is also subject to interpretation. In a palliative care setting, we may not want NOt. changed to "are able to" due to feedback froun Round 1 in which
medical issues. . . . . o majority of experts suggested softer language.
to identify and "treat" all medical issues but manage symptoms[]
double barrel
perhaps add "comfortable and pain-free"[
5 (unchanged) Healthcare workers manage my child's physical symptoms 100.00% 24 0.00% o4 Healthcare workers manage my child's physical symptoms to make sure my child is comfortable  |Why is there only an item on physical symptoms? What about psychosocial or |Pain-free’ added. Other domains of child's well-being beyond physical
to make sure my child is comfortable. ' ’ and pain-free. spiritual?0] are captured in other subthemes.
is this ‘competency'?
Yes, Not
Round 2 REVISED WORKING ITEM (PROCESSES) appropriate n appropriate Total Round 3 REVISED WORKING ITEM (PROCESSES)
Healthcare workers tell me what to look out for so that | know what to do Healthcare workers tell me what to look out for so that | know whatte-de when my child hefshe is Su_gggst Heal‘t‘hcare vyork_ers tell me what tc_> look ot for so that | know when my .
1 . ) 87.50% 21 12.50% 24 child is unwell" If not, it will be an overlap with the next question.O Most suggested changes incorporated.
when my child he/she is unwell. unwell. - ;
Feels similar to the item below[]
2 (unchanged) Healthcare workers equip me with skills so that | can 100.00% 24 0.00% 24 Unchanged

confidently care for my child out of the hospital.




Supporting parent caregivers

Collaborative and holistic care

plan.

want to.

Need to explain "palliative care"?

(unchanged) Healthcare workers acknowledge and affirm my efforts in 100.00% 24 0.00% 24 Unchanaed
caring for my child. et s 9
(unchanged) Healthcare workers give me opportunities to bond with my 95.83% 23 4.17% 24 Healthcare workers give me opportunities to bond with my child during hospital or hospice "...give me opportunities to bond" feels vague to me.[J Example provided for clarit
child during hospital or hospice admissions. ) ) admissions e.g. through my child's daily care. double barrel piep Y-
Awkward wording at the end. Sound like checking up on the parent which is not
. e wokrs ke e it t st my g e et e ety i mear? some
Empowering checking that my child is well taken care of at home. Response options: Healthcare workers make home visits to support the care of my child at homemy-caregiving-by- P . 9 . y v ' .
. . 91.67% 22 8.33% 24 . oy may also take it to mean home nursing.[] Most suggested changes made for clarity.
parent- Never / Seldom / Sometimes / Usually / Always / Not applicable to my cheeking-that-my-chileHis-well-taken-care-ef-at-heme. N
. child Yes, but also very complex as worded. How about "Healthcare workers make
caregivers home visits to support the care of my child at home"O
i _ Need to specifv which HCW and which tvpes of patients vou are referrina to
g:)z;ia:g?gr) gsaclthfilﬁ‘a;?];vgl;z;s”glve me opportunities to advocate or 100.00% 24 0.00% 24 Healthcare workers give me opportunities to advocate or speak up for my child and-myself. double barrel Change has been made to avoid double-barrel indicator.
Healthcare workers provide me with opportunities to give back to the
special needs community when | approach them e.g. letting me support - - . . .
other families, participate in research and raising funds. Response 100.00% 24 0.00% 24 Unchanged complex wording :o (;’:arri]g; s made in light of majority vote; most panelists found item
options: Never / Seldom / Sometimes / Usually / Always / | prefer not to pprop '
be involved
[New items suggested in Round 1 for testing in Round 2] Yes,‘ n ves, with NOt. Total
appropriate changes appropriate
Healthca_re workers provide _tel‘e consgltatlons so that | can conflde_nt_ly Healthcare workers provide remote consultations so that | can eenfidently care for my child at This overlaps with the responses on accessibility to care. Teleconsultisonlya |, R N . "
make adjustments to my child's medical needs at home e.g. medicine - . L . - remote" for clarity; indicator retained as a specific process to enable
dosage, ventilator settings etc. Response options: Never / Seldom / 87.50% 21 8.33% 4.17% 24 |home oR e i i STveR mode of obtaining support.t arent-caregivers' home-caregivin
9e, 9 ) ponse op ’ ; settrgs-ete. teleconsulations - do you mean just telephone calls, video calls or both P 9 gving
Sometimes / Usually / Always / Not applicable to my child
Yes, Not
Round 2 REVISED WORKING ITEM (PROCESSES) appropriate n appropriate Total Round 3 REVISED WORKING ITEM (PROCESSES)
(unchanged) Healthcare workers support my hopes for my child. 100.00% 24 0.00% 24 Unchanged what does it mean to support hope No chapges made in light of majority vote; most panelists found item
appropriate.
(unchanged) Healthcare workers prepare me for what may lie ahead. 100.00% 24 0.00% 24 Unchanged
(unchanged) Healthcare workers provide me with a compassionate 100.00% 24 0.00% 24 Unchanged a little too informal No changes made in light of majority vote; most panelists found item
Providing listening ear. ) ) 9 appropriate.
Healthcare workers give me appropriate time and space if | wish to be o o
psychosocial alone after receiving difficult news about my child. 100.00% 24 0.00% 24 Unchanged
support to "to available parent support networks" these networks may not always be
. . . availabled Most suggested changes made for clarity. "Parents" retained as this is
0, 0,
parents and Healthcare workers facilitate my access to parent support networks. 100.00% 24 0.00% 24 Healthcare workers facilitate my access to available parent support networks. Social supports network? Not all are parents to the child. What about practical | currently designed as a parent-reported measure.
family [resources supports ? eq home respite services, daycare, services
Healthcare workers assess and where possible help with our family's
; : . s 100.00% 24 0.00% 24 Unchanged
psychosocial needs resulting from my child's condition.
[New items suggested in Round 1 for testing in Round 2] Yes,. n ves, with NOt. Total
appropriate changes appropriate
. . . perhaps add: "and other family membersQ - - . . .
Healthcare Wprkers refer me to professional psychosocial support if | 91.67% 22 217% 2417% 24 |unchanged The response above should cover. Layperson would consider all healthcare No chapges made in light of majority vote; most panelists found item
should need it for myself. workers "professionals” appropriate.
Round 2 REVISED WORKING ITEM (PROCESSES) app\r((?p?r’iate n appr’\cl)?)triate Total Round 3 REVISED WORKING ITEM (PROCESSES) | have access to someone skilled to take care of my child when | need a break.
Healthcare workers help me find options for someone skilled to take care 0 o
of my child so that | can take a break if | need it. 91.67% 22 8.33% 24 Unchanged
Healthcare workers give me practical suggestions on how | can reduce 95.83% 23 4.17% 24 Unchanaed
my child's medical costs. ) ) 9
Hea.lth'ca‘re wo.rkers guide me to available resources to reduce my 100.00% 24 0.00% 24 Unchanged overlaps with the one just before No chapges made in light of majority vote; most panelists found item
family's financial burden appropriate.
Suggest "Healthcare workers do their best to prevent unnecessary and
) . . . ) . unplanned hospitalization for my child"J
Healthcare Work.ers. do.thelr best to avoid my child's unnecessary and 95.83% 23 4.17% 24 Healt.hctare yvorkers do their best to help us avoid my child's unnecessary Minor wording suggestion: "Healthcare workers do their best to help us avoid Most suggested changes made for clarity.
unplanned hospitalization. hospitalization. unnecessary hespitalizations for my child."D
loaded guestion?
zfa::};iirﬁdwve;te;zf:; ;)Tlfl?;n;:ggz for us to find specialized transport 95.83% 23 24.17% 24 :’]eoablitl?tf/ar:ee g:/j(;rkers offer information on ferus-te-fird specialized transport for my child who has ié.(\e/i/,;)(glrgrs help us in finding specilaized...(] Most suggested changes made for clarity.
[New items suggested in Round 1 for testing in Round 2] Yes,. n ves, with NOt. Total
appropriate changes appropriate
I am given sufficient time to flnd and train a Iong-term.(?greglver or 95.83% 23 0.00% 2.17% 24 |unchanged I think this is complicated, as |t. F:ould be dependent upon t.he facility, the ' No chapges made in light of majority vote; most panelists found item
domestic helper before my child leaves healthcare facilities. insurance/payor, or the availability of long-term caregivers in the home setting. appropriate.
Yes, Not
Round 2 REVISED WORKING ITEM (PROCESSES) appropriate n appropriate Total Round 3 REVISED WORKING ITEM (PROCESSES)
(unc_hang_ed) I_—|ea|thcar(_e workers put in effort to foster a personal 100.00% 24 0.00% 24 Unchanged
relationship with my child.
) . . . ) ) ) . ) ) therapists are healthcare workers. And therapy may be provided in the Shared goal-setting is captured in other indicators; current indicator
Healthcare workers provide us with appropriate allied health support (e.g. 91.67% 22 8.33% 24 Healtheare-workers-provide-us-with | receive appropriate allied health support (e.g., therapists) to  |[community. specifically focuses on provision of allied health su’ ort that parents
therapists) to meet my goals for my child's development. ' ’ meet my goals for my child's development. To meet my goals is quite different from discussed/ set / or shared goals some pec v P PP P
o . . feel is sufficient for their set-goals.
goals may or may not be "realistic”. Question may not capture this.
Healt'hcare Workers do their best to create a child-friendly atmosphere in 91.67% 22 8.33% o4 Heslthcare workers do their best to create a child-friendly atmosphere in the hespital or hospice. This is assuming it is an adult hospital or hospice?[] Both ghlldren s and adult hospltals and hospices can be sterile and/or
hospital or hospice. the hosipital or hospice non-stimulating for the child.
Holistic Healthcare workers provide my child with emotional support. 100.00% 24 0.00% 24 Unchanged
approach to Healthcare workers facilitate my child's access to appropriate facilities or 95.83% 23 2417% 24 Unchanaed In the hospital? If in the community, the coordination of care section has taken |No changes made in light of majority vote; most panelists found item
care for the services for play and engagement. ) ) 9 care of that. ' __|appropriate.
hil Healthcare workers facilitate my child's access to special needs schools Healthcare workers facilitate my child's access to special needs schools when | ask. Response Suggest change "when | ask” to "when needed". Th?.Ch”d may not need special Modified response options to allow parents to state whether child
sl when | ask. Response options: Yes / No / Not applicable to my child 91.67% 22 8.33% 24 options: Yes / No/ My child does not need special needs school needs schools and healthcare workers would not facilitate that. O needs special needs school
) ) ) The guestion below might be better )
[New items suggested in Round 1 for testing in Round 2] Yes,. n ves, with NOt. Total
appropriate changes appropriate
[If child attends special needs school] Healthcare workers engage my o o 0 [If child attends speeiat-reeds school] Healthcare workers engage my child's school to support Not all children with serious illness attend special needs schools. Perhaps [if .
child's school on my child's medicallneeds in school. Response options: 83.33% 20 16.67% 0.00% 24 his/her en-my-ehild's medical needs while in school. Response options: Never / Seldom / child attends school] Healthcare workers work with my child's school to support Most suggested changes made for clarity.
Healthca_re workers assess_ my.chlld s developmental mll_e stones and Healthcare workers assess my child's developmental milestones and progressier where Healthcare workers assess my child's development needs[] .
progression. Response options: Never / Seldom / Sometimes / Usually / 91.67% 22 8.33% 0.00% 24 . . . . . . Most suggested changes made for clarity.
Alwaye appropriate. Minor wording suggestion: "...milestones and progress, if appropriate.”
. - - . - ; - - - - |Additional indicator of 'not fully supported
| receive gdequate flnan(:|a.1| support for my child's non me.dlca.l expenses 66.67% 16 12.50% 20.83% 24 [MOVE TO REDUCINQ BURDEN] | recelvg adeguate flnangal assistance suppert for my child's | think this fits better under the sub theme on reducing burdenC Most suggested changes made.
e.g., special needs education, therapy, etc. Response options: Yes / No non-medical expenses if needed e.g., special needs education, therapy, etc. S . " . "
Mav not receive if there is no need Suaaest "have access if needed"[1
Yes, Not
Round 2 REVISED WORKING ITEMS (PROCESSES) appropriate n appropriate Total Round 3 REVISED WORKING ITEM (PROCESSES)
(unchanged) Healthcare workers give me complete information on all 100.00% 24 0.00% 24 Healthcare workers give me eemplete-irfermation-en all possible management options for my child No expert comments; however, upon considering comments in the
management options for my child so that | can make informed decisions. R e so-that-+-can-make-infermed-decisions. below indicator, facilitators clarified the items more explicitly.
Healthcare workers clearly explain the pros and cons of different medical Healthcare workers clearly explain the pros and cons of all management options for my child Overlap with above question(]
technologies and procedures on my child (e.g. Continuous positive 87.50% 21 12.50% 24 f } } fe so that | can make informed To include feeding care etc as not all kids are on trach or NIVsO This indicator focuses on communicating all possible effects of various
airway pressure (CPAP), tracheostomy) so that | am aware of the effects ' ' decisions. am-aware-of-the-effe hey-itwill-have-on-my-child's-daily life-e.g—Co e ...effects they will...00 management options to parents to enable informed decision-making.
it will have on my child's daily life. airway-pressure{CPAP)tracheestemytube-feeding= ok, but too complex wording
Indicator has been reworded and shifted to another subtheme. We are
retaining the indicator given that all children falling into the spectrum of
A palliative care team or specialist(s) participates in my child's treatment [MOVE TO HOLISTIC APPROACH TO CARE FOR CHILD] Not sure how this relates to decision-making. Maybe it fits under accessibilityt] szg;i(;fiflglnges gat?gZEI:Zan??;?nblf::xfr:ro;ssmﬁeelsimegrts t(;l;tthi:
P P P P y 83.33% 20 16.67% 24 | am able to discuss my child's treatment plan with a palliative care team or specialist(s) if | |Why is the purpose of this response? Not all children require palliative care] P pp 9 pp

available from children’s palliative care services"
(https:/Iwww.togetherforshortlives.org.uk/changing-lives/supporting-
care-professionals/introduction-childrens-palliative-care/categories-of-
life-limitina-conditions/)




Shared
decision-
making

[If parent responds yes to prior item] Healthcare workers introduced the

[MOVE TO HOLISTIC APPROACH TO CARE FOR CHILD]
[If parent responds yes to prior item] Healthcare workers introduced the palliative care team or

Accessibility[]
Suggest response be likert format: e.g. Too late/ Late/ Neither late or early/ Early

Response options changed. Indicator has shifted to another subtheme.
Past tense as this is one of the few indicators that would have already

- o ) - 0 0
pall_latlv_e care team or specialisi(s) at an appropriate time. Response 87.50% 21 12.50% 24 specialist(s) at an appropriate time. Response options: Too late / Late / Neither late nor early / /Too earIyD_ N N happened at a single time point in the past (if parent had responded
options: Yes / No Not appropriate but "early".[] L
Early / Too early yes to the earlier indicator)
why change to past tense here?
Some overlap with first question
This is a very complex sentence and for some parents, the poor prognosis might
have been given months or years ago.[]
Healthcare workers discussed how the scope of care can be tailored to . . . - . Suggest. to remove'thle poor’ ....‘|'nstead """ was given the news on the . .
. . - - When | was given the a-peer-prognosis of my child's condition, healthcare workers discussed prognosis of my child's condition." It may not matter how poor the prognosis be if .
provide comfort for my child when | was given a poor prognosis of my 87.50% 21 12.50% 24 . . . : P . . . . iy Most suggested changes made for clarity.
child's condition with me how the scope of care can be tailored to provide comfort for my child. question is used for all cases with varying prognosis looking at shared decision
’ making.O
When | was given a poor....condition, healthcare workers discussed how care
can be tailored to provide comfort for my child with meQ
complex logic _ _ _ _
Healthcare workers listen to my inputs regarding my child's care. 100.00% 24 0.00% 24 Unchanged Overlap with previous response on listening :;p(r:gs:i‘gti s made in light of majority vote; most panelists found item
| am as involved as much as | wish to be in decision-making about my | am as |nvolveq as much as [ wish to be in demspn—maklng about my child's care ) Suggest : | am involved in the decision-making about the care plan for my childC]|As much as | wish to be' deemed an important component to retain as
. 91.67% 22 8.33% 24 Response options: Strongly agree / Agree / Neither agree nor disagree / Disagree / Strongly . . )
child's treatment. disagree | am involved.. parents have varying levels of preference for involvement.
Healthcare workers consider my family's preferences for treatment, when
Healthcare workers provide care to my child while considering my 91.67% 22 8.33% 24 Healthcare workers considerirg my family's preferences for treatments when provideing care to my |providing care to my child.OJ Most suggested changes made for clarity.

family's preferences for treatments.

child.

Overlap with abovell
This is vague. While considering or "according to ..."
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