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Case study by Canterbury DHB 

Context 

A mother of a baby, admitted for the management of a broken limb, tried on a number of 

occasions to convey concern around their babyôs breathing to clinical staff. While clinicians 

were reviewing her baby and interventions were being put into place, there was inadequate 

exploration of the motherôs primary concern ï the babyôs breathing. The baby went on to 

acutely deteriorate, requiring respiratory support and admission to the intensive care unit. 

There it was discovered the baby had received two overdoses of morphine; the cause of 

their deteriorating condition. The motherôs reflections of this experience was that she had 

raised the alarm as she knew something was not right, but felt not listened to and that the 

information she shared with clinicians was not valued.  

This incident was the primary catalyst for the Canterbury District Health Board (CDHB) 

advocating to be a pilot site for the second worksteam of the National Patient Deterioration 

programme ï patient, family and whǕnau escalation. Another driver was knowledge among 

some of our clinicians and other staff of the implementation of patient/family escalation 

systems internationally and the potential benefits for the CDHB to be involved.  

Aim  

At the start of the project our aim was to co-design, with consumers and staff, a process for 

patients/families/whǕnau to escalate care in circumstances where they had a concern or 

where they felt their condition was worsening from their perspective and that communication 

with their primary caregiver was not resulting in action. This included defining the role of staff 

in responding to this new element of escalating care and ensuring it worked with existing 

processes to respond to deteriorating patients. The solution needed to be simple to 

understand and easy to access/use from both the consumer and staff perspective.  

We confess that some of us in the project team had a preconceived idea that what we would 

be designing was a pathway for consumers/families/whǕnau to escalate care, ending in a 

number for them to call for help. This was even before the start of the co-design process.  

While the scope of the pilot project was within the paediatric speciality at Christchurch 

Hospital we planned to explore the applicability of any solutions to adult populations across 

the CDHB and, if deemed appropriate, move to testing. The intent was also to share the 
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project learnings with the South Island Alliance as an enabler for others to implement a 

patient/family/whǕnau escalation system.  

As the project unfolded it became 

increasingly apparent that our initial aim 

was an ôambulance at the bottom of the 

cliffô strategy, only addressing the sharp 

end of the problem. As we moved through 

the capture and understand processes of 

the co-design journey there was a ólight 

bulb momentô; we uncovered a range of 

precursory communication issues from the 

beginning of the consumer/family/whǕnau 

journey and these provided an opportunity 

to proactively co-design solutions. Many of 

these are also reflected in the literature 

around patient/family escalation systems.  

Engage   

Learning point: What we would like to stress is the importance of not just an initial 

engagement but continued engagement with senior leaders, staff, consumers, family 

members and other key stakeholders as the project progresses. This reflects the true 

partnership approach of co-design; people are involved, feel informed, and are able to 

participate in providing feedback and new ideas throughout.  

We completed a literature summary around implementing models of patient/family escalated 

care to determine the: 

¶ benefits of and challenges to consumer experience 

¶ impact such systems have on clinical workload and patient outcomes.  

Learning point: Information extracted from the literature and the story from one mother was 

powerful when explaining the project to senior, medical and nursing leadership as well as 

paediatric clinicians.  

Presentations 

We included how this project can: 

¶ improve consumer experience 

¶ work with other strategies to identify patient deterioration, ie, early warning scores 

¶ be achieved with only a small impact on clinical workload 

¶ result in a fit-for-purpose system designed with consumers and clinicians. 

Our approach appeared to connect with leadership and cliniciansô hearts as well as their 

minds, calling them to action that implementing a patient/family/whǕnau escalation system is 

the right thing to do. While there were still a range of concerns which included the depth of 

literature currently available and how we might completely operationalise and communicate 

any new systems, overall the benefits to consumer experience were not questioned and the 

pilot was endorsed to go ahead. 

Image source: www.medium.com/@kevinyong/a-gp-

perspective-on-healthy-living-f64c2faa6f1b  

http://www.medium.com/@kevinyong/a-gp-perspective-on-healthy-living-f64c2faa6f1b
http://www.medium.com/@kevinyong/a-gp-perspective-on-healthy-living-f64c2faa6f1b
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We initially intended to include an adult population alongside the paediatric one as part of 

the pilot, but this was to result in a large group of different stakeholders. While it was 

encouraging to see this level of óbuy-inô from different areas/specialities we needed to 

redefine our scope and assured people that we would share the learning and plan to test 

and spread solutions to other areas.  

Learning point: It is important that the project communication strategy conveys that no one 

will ómiss outô being involved and that it is important to undergo small-scale testing and 

development first before the project spreads it wings and that they will be opportunities to 

shape solutions so they are fit for purpose for other populations/clinical environments. It is 

also important to have governance support to back the approach of óThink big but start 

smallô.  

We also engaged with the South Island Child Health Alliance to gain their support and to set 

the scene to share the learnings of the pilot. The aim of this was to inspire them to move 

forward with the implementation of a patient/family/whǕnau escalation system at other 

locations across the South Island.  

Elevator pitch  

We developed two versions of an elevator pitch (Figure 1) which the core project group 

viewed as a script to share the project with staff and consumers in conversation, although in 

initial interactions with consumers a hard copy was also offered to them for reference. Other 

written information concerning the project designed for consumers by the Health Quality & 

Safety Commission was also used to engage with them. The version aimed at staff 

highlighted that systems implemented elsewhere have had minimal impact on workload. 

Figure 1: Elevator pitch  
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We delivered the elevator pitch at both nursing handover sessions and in opportunistic 

conversations with paediatric medical staff, not only to inform/engage staff in the project but 

as a means of identifying individuals who may want to engage with us with a story to tell.  

As we moved through the capture phase of the project, engagement with paediatric clinical 

staff evolved to include two other patient stories that were thought to impact the heart of our 

clinicians. The first highlighted an 8-hour struggle a parent had, trying to communicate that 

she felt her non-verbal child was in pain. The parent was very distressed as she felt this 

information was ignored. Their situation resolved when a senior clinician, who knew the child 

well, intervened. This highlighted that the knowledge and information parents/family/whǕnau 

members have of their loved onesô ónormsô should be valued and explored by clinicians.  

 

 

 

 

 

 

 

The second patient story shared with clinicians highlighted a consumer experience which led 

to a high degree of satisfaction. The positive behaviours and attributes clinical staff 

demonstrated were presented to staff to illustrate what shaped this positive experience and 

as a óblueprintô of how interactions with patients and staff should be. 

The two consumer representatives who worked with us as core members of the project team 

had a lot of expertise to offer. This included one of them being involved in the first 

workstream of the patient deterioration programme and the second consumer having an 

existing relationship with the CDHB through their involvement in the Child Health Advisory 

Council (CHAC) ï a consumer group supported by our organisation to provide input into the 

health services children/families/whǕnau receive.  

Engagement with consumers who had or were having the experience of their child being in 

hospital took the form of one-on-one discussions through which we were able to gather 

valuable information that contributed to the capture phase of the project.  

Ongoing communication is important for ongoing engagement. We are and will be continuing 

to inform the rest of the organisation of the pilot project learnings and next steps through the 

Chief Executive Officers (CEO) Update (see extract below in Figures 2 and 3). We have 

collaborated with our CDHB communications team to assist in developing a wider 

communications plan as learnings from the pilot emerge and can be shared with the wider 

organisation and the consumer community who have been involved.  

  

óI felt like I needed to walk out of the hospital and 

enter through the emergency department again to 

get what I knew my child needed ï pain relief.ô 
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Figure 2: CEO Update 

 

Figure 3 ï CEO Update content 
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Capture  

This aspect of the project became a focal point and consumed a lot of time. Initially baseline 

data was gathered by reviewing the consumer feedback collated for the years 2016ï17. This 

was done as a means of helping to define the problem and aim statement for the project, as 

well as establishing one of many future metrics around the success of a 

patient/family/whǕnau escalation system. Formal complaint data was scanned looking for 

key words within the descriptors to identify those that possibly met one or more of the 

following criteria:  

 

¶ Multiple presentations/communication of progressive symptoms but no action taken.  

¶ An adverse event or outcome following multiple attempts to raise concern. 

¶ The complaint explicitly mentioned they felt they were not listened to concerning the 

patient/family memberôs condition. 

 

Those meeting the criteria led to the full original complaint being reviewed. These were then 

summarised to extract both the cause and effect story and associated emotions expressed 

by the complainants. Additionally we reviewed informal complaint data and compliments for 

the same period to identify comments stories which exemplified a positive/timely response to 

a deteriorating patient and/or behaviours/attributes described by families indicating they felt 

listened too or opportunities to improve (see Figure 7).  

Learning point: As part of our baseline data collection we explored if any systems were 

currently in place to communicate or encourage families to escalate concerns around care 

their loved one was receiving.  
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Figure 4        

It was felt it was critical to understand 

the ócurrent stateô, learning how these 

systems work and of the positive and 

negative attributes of these.  

Through this process we identified the 

existence of posters within the 

Christchurch Hospital campus which 

were often located near lift access. 

These provide guidance for consumers 

about who they could ótalk toô should 

they have any concerns or questions 

about their care (see  

Figure 4).  

We surveyed a small sample of 

paediatric nursing staff (four charge 

nurse managers and five staff nurses) 

about their knowledge of these posters 

and anything else they knew was used 

to encourage parents to raise issues or 

concerns they may have about their 

childôs care.  

The majority of clinicians surveyed, 

namely nursing staff, were unaware of 

the posters and there did not appear to 

be any data about frequency or nature of use of the ócallô number. 
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Figure 5 

Observation and individual and group 

interviews were the mechanisms 

through which we captured 

experiences from consumers and 

staff; this also led us to gather some 

patient stories.  

Firstly we used an observational tool 

developed by the Commission. The 

focus was to observe interactions 

between clinicians and 

parents/caregivers within the 

paediatric medical ward at defined 

touchpoints highlighted in Figure 5. 

We noted if the clinician introduced 

themselves, observed their body 

language and if there was any specific 

information or instruction given on 

what to do if patients and/or parents 

have a concern, eg, óif you are worried 

please use the call bellô.  

After gaining consumersô consent we 

asked them the following questions, recording answers feelings and any other information 

they wanted to share. 

¶ If you felt that you were getting sicker, or were worried about your condition, what would 

you do to get help? 

¶ If you felt that your ófamily memberô was getting sicker, or you were worried about their 

condition, what would you do to get help? 

¶ How would you feel having to raise a concern? or How would you feel about ringing the 

call bell?  

¶ What do you think would make that (even) better? 

¶ Do you have any ideas that we could use to make improvements? 

Through this process we identified the aforementioned story of the parent who had a 

distressing journey to obtain pain relief for their non-verbal child. This parentôs powerful 

experience was later capture in depth on video. 

After completion of this initial exercise it became apparent we needed to capture more 

information from consumers, particularly óemotionô words around raising concerns about the 

condition of their child, barriers to this and what they believed would improve things.  

Learning point: Ensure whatever tools you use there is a focus on teasing out/documenting 

the emotions the consumer has experienced and determine if this relates to any particular 

points along the patientôs journey or a hospital process. 

We designed a couple of sets of cue questions to use in interviews and ending up using both 

of these. We interviewed parents whose children were admitted to the paediatric progressive 
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care/high dependency unit as this was the area accommodating children who were thought 

to be more acutely unwell compared to others in the ward environment.  

Figure 6: Parent interview cue questions 

Set 1 Set 2 

Do you know who your childôs primary nurse 

is today? 

Did staff tell you how you could raise any 

concerns you had about your/childôs condition 

if you thought they were getting sicker? 

Who would you be most likely to raise 

concerns with? 

Do you feel listened to when you raise 

concerns? 

Did you feel invited to speak up? If you didnôt 

speak up ï why not? 

Are there any barriers to raising concerns with 

staff? 

 

What did you notice about your child that 

concerned you? 

What did you do next? 

How did you do it? 

What did you say? 

Did you get a response/what happened? 

What did you do next? 

How could we do this better?  

Is there anything else you would like to share 

about that experience? 

Important to tease out what made the experience 

good and bad and the associated behaviours to 

assist with design process. Also capture the 

emotional component so important to ask how this 

made them feel at each step. 

 

We used the same question development technique for interviewing nursing and medical 

staff. Again there were several sets of questions developed with changes/additions coming 

on board as we moved through the process (see below). While we interviewed staff who 

worked within the paediatric progressive care/high dependency unit we extended this to 

capture information from other paediatric nursing areas. 

1. How frequently do patients, family and whǕnau help recognise clinical deterioration? 

2. How does family and whǕnau concerns about clinical deterioration influence your clinical 

decision-making? 

3. How supportive are colleagues of your decision to escalate care? 

4. What are the challenges you face when you decide you need to escalate care? How 

does this make you feel? 

5. Have you ever been asked to review a child whose parent thinks they are getting worse? 

Tell us about that experience. 

6. What language do you use when interacting with parents to explore health problems?  

7. Can you think of a time when escalating care went well? What did that look and feel like? 

8. Can you think of a time when this didnôt go so well, or you had a different level of 

concern to the parent? What happened, what did you do? How did this make you feel? 

9. Do patient, family and whǕnau concerns about clinical deterioration influence your 

clinical decision-making? 

10. Have you or a family member been hospitalised previously and can you describe what 

your experience was like and how this may have impacted you raising concerns about 

your/their condition?  
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11. How frequently do you document patient, family and whǕnau concerns about clinical 

deterioration? 

12. How would you feel about the implementation of a patient/whanau-initiated clinical 

deterioration call system? (Give Cincinnati Childrenôs Hospital example.) 

Understand  

We collated all of the information we had gathered, including the compliments and 

complaints data (Figure 7) to extract themes, identify positive and negative attributes 

associated with experiences by consumers and staff and see if we could map this to 

touchpoints within the patientôs journey.  

We found the latter challenging and were unable to clearly map emotions/events to certain 

processes, such as admission, ward rounds or handovers. However we felt that there was 

an overall theme: 

Aspects of communication and interaction between clinicians and consumers can 

define the overall experience and this can occur at any point along the journey.  

We grouped information captured from consumers/parents/whǕnau into inexperienced and 

high users of hospital services to see if there were differences between these groups. 

Eighteen parents were interviewed. Five were high users of health care services and were 

interviewed outside of an admission episode by one of our consumer representatives. It is 

perhaps not surprising that those parents of children who repeatedly used hospital services 

provided the most in-depth information around good and bad experiences they had in the 

context of their child becoming more unwell.  

We also compared information gathered from nursing staff working in different paediatric 

areas. Information from medical staff was grouped into registrar and consultant levels. 

Overall we interviewed 10 nursing staff across five different paediatric clinical areas, eight 

registrars and three paediatricians.  

Figure 7 ï Complaint/compliment data 

Not listening to the concerns of 

consumers was the overwhelming 

negative theme to emerge from 

both the complaints data (see 

Figure 7) as well interviews with 

consumers (see Figure 8). 

Consumers feeling like the 

information they provide clinicians 

about their child was not valued or 

even believed was also a strong 

theme. These themes emerged 

from the high health care consumer 

group. Another theme to emerge 

was the hesitation of parents to 

interrupt busy staff to bring 

something to their attention. This 
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was across both the naïve and high user group.  

A key point that we kept coming back to was the importance of both listening to the concerns 

of parents/consumers and valuing their knowledge of what they consider is ónormalô and ónot 

normalô in terms of their health. Additionally from the data we determined that parents would 

like to be invited by clinicians to express concerns and feel comfortable doing so.  

Feelings of frustration and helplessness when trying to convey concerns about a 

deteriorating child were not exclusive to parents. Some clinicians too expressed these 

feelings when they had tried to escalate care to other disciplines or services and additionally 

like some of the parents felt they too were not being listened to, or the information they were 

conveying to others was not acknowledged. Additionally some staff provided accounts of 

when they were a family member having to try to advocate for their family member when 

they were hospitalised. These staff could empathise with those parentsô stories where they 

felt no one was listening. 

Figure 8: Overall themes ï consumers  

 

The project group reflected on the themes of the baseline data and started to use this too 

collectively to define how both consumers and clinicians would like to feel and experience 

raising concerns, as shown in Figure 9. 

  


