
Ngan Kee et al. BMC Rheumatology             (2023) 7:1  
https://doi.org/10.1186/s41927-022-00319-2

RESEARCH ARTICLE

Patient participation in defining 
best-practice rheumatology service provision 
in Aotearoa New Zealand: a qualitative study 
with service consumers
Rachel Ngan Kee1, Valerie Milne2, Nicola Dalbeth3,4 and Rebecca Grainger1,5*   

Abstract 

Background: Aotearoa New Zealand (AoNZ) has no agreed models for rheumatology service provision in govern-
ment-funded health care. We aimed to describe what people with inflammatory rheumatic diseases who have used 
rheumatology services view as being important in those services, and map these views to previously collated state-
ments describing best practice components of rheumatology services from international recommendations. If these 
statements did not capture all service aspects that people with inflammatory rheumatic diseases considered impor-
tant, we aimed to co-create new statements with our patient-participants.

Methods: We conducted one focus group and an interview with people with inflammatory rheumatic disease who 
had used a government-funded rheumatology service in the previous 5 years (patient-participants) and analysed data 
using thematic analysis. The research team mapped subthemes to previously collated best practice recommenda-
tions that had been included in a Delphi consensus exercise with rheumatologists in AoNZ and proposed new state-
ments, based on patient-participant data. Patient-participant feedback on thematic analysis and the new statements 
led to a refining of statements. A patient-partner in the research team informed research design and data analysis.

Results: Patient-participants viewed it as highly valuable for rheumatology services to respect and value their 
experiences as people and patients, and those of their whānau (Māori word for family). They expected rheumatol-
ogy services to provide the right care, at the right time. Many of the subthemes mapped to the best-practice state-
ments. However, three new principles and three new statements were developed and refined by patient-participants. 
The three principles addressed valuing individuals, and their whānau (family) and their experiences, and providing 
a patient-focused health system that supports patient participation in decision-making and self-management, and 
patient education. New statements related to having a specific rheumatologist and other staff for comprehensive 
care, having adequate nurse staffing, and active provision of outside services and support.

Conclusion: It was important to patients that rheumatology services demonstrated that patients and their whānau 
(family) were valued. The inclusion of people with rheumatic diseases who are users of rheumatology services in 
service development can provide valuable insights to inform how services should be delivered.
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Background
Inflammatory rheumatic diseases and musculoskel-
etal diseases are an important and increasing cause of 
morbidity worldwide [1–6]. In Aotearoa New Zealand 
(AoNZ), estimates in 2018 suggested almost one in five 
New Zealanders aged 15 or over were living with at least 
one type of arthritis [2]. While all people with arthritis 
and musculoskeletal disease deserve appropriate health 
care to optimise health outcomes, people with inflam-
matory rheumatic diseases need specialist input from a 
rheumatologist, and an associated rheumatology health 
care team, for best health outcomes [7–11]. Although 
individually many inflammatory rheumatic diseases have 
a low prevalence, these diseases have high individual 
health burdens, with negative direct health outcomes, 
reduced quality of life, impacts on function, and high co-
morbidity burden [12–15]. Thus, health systems need to 
provide appropriate specialist rheumatology services for 
people with inflammatory rheumatic diseases in order to 
achieve optimal health outcomes.

In AoNZ, most people with inflammatory rheumatic 
diseases access rheumatology services at no direct cost 
through government-funded district health boards 
(DHBs), with some care provided by rheumatologists 
in private practice in a fee-for-service model [1]. Initial 
access is via referral to these secondary services from 
general practitioners, or from other specialist services [1, 
16]. For the last 20 years, the full-time equivalent (FTE) 
rheumatologist workforce in AoNZ has been consistently 
well below a recommended threshold of one per 60,000–
80,000 population [1, 16, 17] which effectively limits 
access to rheumatology services. However, in addition to 
adequate FTE rheumatologists, international recommen-
dations for best practice rheumatology services empha-
sise processes for care and the integral role of nurses and 
allied health professionals [18–23]. At present in AoNZ, 
there are no nationally agreed descriptions of compo-
nents of government-funded rheumatology services. As 
an initial step in developing a national rheumatology ser-
vice model for AoNZ, a Delphi exercise was undertaken 
to establish rheumatologists’ views on best practice rheu-
matology service components for rheumatology services 
in AoNZ. These were based on components previously 
proposed internationally. Of 22 statements offered, 16 
statements reached consensus as being essential [24]. 
Further development of a rheumatology service model 
then required input from consumers of rheumatology 
services in AoNZ. The study described in this paper 
aimed to gain understanding of patients’ perspectives of 

public rheumatology services in AoNZ to inform this ser-
vice model.

Patient-centred research aims to improve understand-
ing, respect and shared commitment between patients 
and researchers, and ensure patient benefits of the 
research are not restricted to researcher and clinician 
goals but inclusive of patients, carers and the general 
public [25]. This cannot be meaningfully achieved with-
out patient involvement [26, 27]. The benefits of patient 
involvement in health research in general are well-doc-
umented, including achieving more relevant outputs, 
improving patient recruitment and retention, reduc-
ing research waste produced by misalignment between 
research aims and end-user needs and enhancing 
research quality while empowering patients in the pro-
cess [26, 28–30]. Health services research which incorpo-
rates patients often involves exploration of the emotional 
journey patients experience on their care pathway, creat-
ing space for understanding these experiences in order to 
improve patient care [31, 32]. Including patient perspec-
tives of what rheumatology services should include is 
therefore fundamental to service delivery improvements 
that may support better patient experiences and care [31, 
33].

It is vital that AoNZ develops a national rheumatology 
service model that can be used for benchmarking and 
ongoing quality evaluation. While rheumatologists’ views 
of potential service components were identified in the 
Delphi consensus exercise [24] we sought to understand 
what users of government-funded rheumatology services 
in DHB, people with inflammatory rheumatic diseases, 
viewed as being important components of those rheu-
matology services. This research was undertaken with 
patient involvement where this is defined as being car-
ried out with or by patients rather than to, or about, or 
for them [34]. In this study, we aimed to describe what 
people with inflammatory rheumatic diseases in AoNZ 
who have used government-funded DHB rheumatology 
services view as important in those services. Additionally, 
we aimed to evaluate if these patient views were captured 
in the current rheumatologist-endorsed rheumatology 
service description statements, and if not, to co-create 
additional statements to express patient views.

Methods
Participants
Patient-participants were purposively recruited by 
Arthritis New Zealand from a database of people who 
had previously indicated interest in participation in 
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research. Arthritis New Zealand is a non-governmental 
charitable organisation that provides information, advice, 
and support to people diagnosed with arthritis. Poten-
tial patient-participants were given a brief outline of the 
study and eligibility criteria. Inclusion criteria were any 
person in AoNZ who had used rheumatology services in 
any of the 20 DHB in the last 5 years, from 1st January 
2016 to 30th November 2021. Service use was defined 
as ‘attendance in person at a DHB rheumatology clinic 
or associated allied health service, or participation in a 
video or telephone call with a rheumatologist or health-
care professional who works within a DHB rheumatology 
service’. Arthritis New Zealand aimed to recruit partici-
pants with a range of inflammatory rheumatic diseases, 
both sexes, and different ages and locations in AoNZ. 
A patient-participant contact list was provided to the 
research team by the research manager at Arthritis New 
Zealand and all nine potential patient-participants con-
sented to participate.

Patient-participants were contacted by email by the 
research assistant, and provided with the information 
sheet. Informed consent was obtained and either a zoom-
based focus group or interview then arranged.

The research team
The research assistant was RNK (BHealSc), a female 
postgraduate medical student who was trained in inter-
view skills by senior author, RG. RG (MBChB, PhD) is 
an academic rheumatologist with more than 10 years’ 
experience in qualitative research. ND (MBChB, MD) is 
an academic rheumatologist who is President of the New 
Zealand Rheumatology Association. VM (PhD) has a 
doctoral degree in health services research and lives with 
an inflammatory rheumatic disease. Participants were 
verbally informed that the study was initiated by RG and 
ND with a research goal of informing improvements in 
rheumatology service delivery in AoNZ and that RNK 
was employed to undertake the research under supervi-
sion. The dual role of researcher and service provider was 
explicitly considered by RG and ND at all stages of the 
research process, to acknowledge potential bias due to 
dual roles [35].

Data collection
Data were collected in one focus group conducted via 
Zoom (interviewers RNK and RG) and an interview of a 
single participant via Zoom (interviewer RNK).

The same interview schedule was used for both the 
focus group and interview. This was developed by the 
research team and had four open-ended questions to 
elicit patient-participant perspectives of current rheu-
matology services and specific areas for improvement. 

These questions were (also Additional file  3: Interview 
Schedule):

1. What services do you value to support you in the 
management of your long-term arthritis/rheumatol-
ogy condition?

2. What are the good aspects of DHB rheumatology 
services you have experienced?

3. What are the areas for improvement in the DHB 
rheumatology services you have experienced?

4. Describe your ideal DHB rheumatology service.

The 22 best-practice statements from the rheumatolo-
gist Delphi were edited or annotated to clarify terms used 
to increase accessibility for a lay audience by the research 
assistant (RNK) and the patient-research partner (VM) 
and then reviewed by the whole team. These were also 
presented to patient-participants for comment.

The focus group started with whakawhānaungatanga 
(Māori value of “developing connections”) including 
introductions and some informal conversation. Each 
open-ended question was then viewed using Google 
Slides (Google, LLC, 2022) with discussion facilitated. 
Screen-sharing was minimised to encourage conver-
sation, with questions displayed in the Zoom (Zoom 
video communications, 2022) ‘Chat’ window. After the 
four questions, the 22 best practice statements used in 
the Delphi were each viewed and briefly discussed. This 
allowed patient-participants the opportunity to familiar-
ise themselves with the statements and prepare for future 
review of any newly developed patient-participant data-
derived statements. The focus group was concluded after 
90 min as no new ideas were being offered (informational 
redundancy) and patient-participants confirmed they 
were satisfied they had opportunity to express all their 
thoughts and views. Researchers made field notes imme-
diately after the focus group and interview. The focus 
group discussion and the interview were transcribed with 
Otter.ai (Otter a.i., 2022) then exported into Microsoft 
Word (Microsoft, 2022), with the recordings used to con-
firm accuracy of transcription.

Data analysis
A thematic analysis using Braun and Clarke’s [36] six-
phase approach was used, and specifically adopted an 
inductive approach. An inductive analysis was used as 
this maintains clear links between the research objec-
tives and the findings derived from the data and ensures 
that these links are both transparent and defensible [37]. 
The six steps of analysis included; familiarisation with the 
data, generating initial codes, searching for patterns to 
develop themes, reviewing themes, defining and giving 
names to themes, and then summarising the themes in a 
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report [38, 39]. The research assistant (RNK) led the anal-
ysis, with the senior author (RG) reviewing each phase 
of the analysis with the research assistant, particularly 
in finalising codes and themes. By two authors working 
together the quality and rigor of the analysis in develop-
ment of the three themes was maintained [40].

Themes, subthemes and codes were then mapped to 
the 22 statements from the rheumatologist Delphi by two 
members of the research team (RNK and RG) by discus-
sion and consensus. For the subthemes and codes that did 
not map to any of the 22 statements, the quotes linked to 
the codes were read and re-read to ensure understanding 
of patient-participant views. New statements about rheu-
matology services provision, directly informed by the raw 
data, were then drafted to represent the views underpin-
ning the unmapped subthemes and codes.

Patient‑participant checking
We used member checking of synthesized analysed data 
as this is appropriate for both confirmation and co-con-
struction [38, 39]. Patient-participants were emailed the 
data analysis report and the new statements developed 
from their patient-participant data to review. The first 
table presented the themes, subthemes and codes, along 
with representative quotes. A second table showed the 
mapping of themes, subthemes, and codes from patient-
participant data to the 22 Delphi statements, the gaps, 
and new researcher-generated draft patient-data derived 
statements of rheumatology service components. An 
email was sent to patient-participants that invited them to 
reply with feedback, comments and suggested edits, and 
with a request for replies within a one-week timeframe.

Reporting has followed Consolidated criteria for 
reporting qualitative research (COREQ guidelines) [40] 
(checklist provided in Additional file 1) and Guidance for 
reporting of patient and public involvement (GRIPP 2) 
[34] (Checklist provided Additional file 2).

Ethical considerations
The study was approved by the University of Otago 
Human ethics (Health) committee (H21/166) and 
endorsed by the Research Advisory Group (Māori) at 
the senior author’s DHB of employment (RAG-M #907). 
Written informed consent was obtained from all partici-
pants before the focus group and interview.

Results
Of the nine patient-participants that were recruited, eight 
participants were included in the one focus group that was 
arranged at a time suitable to those participants (90  min 
long, interviewers RNK and RG). One participant was not 
available at the time of the focus group so was interviewed 

separately at a time more convenient to them (90 min long, 
interviewer RNK). Participant ages ranged from 47 to 71 
years. Seven of the participants identified as female, and two 
as male. Six participants identified as New Zealand Euro-
pean/Pākehā, one as Māori (Indigenous New Zealander) 
and one as Māori and Samoan. Participants had a range of 
conditions for which they were accessing rheumatology ser-
vices. These were reported by participants as; rheumatoid 
arthritis (five participants), “rheumatoid arthritis with con-
nective tissue disorder, Raynaud’s and osteoporosis” (one 
participant), ankylosing spondylitis (one participant), “B27-
related seronegative arthritis, ankylosing spondylitis and 
osteoarthritis” (one participant), “undifferentiated inflam-
matory arthritis” (one participant), and “systemic lupus 
erythematous with secondary Sjogren’s syndrome” (one 
participant). Participants came from seven different DHB 
across the North and South islands of AoNZ.

The codes from the thematic analysis were organised 
into two themes, and five sub-themes about two aspects 
of rheumatology service delivery. Themes with additional 
illustrative quotes are provided in Tables 1 and 2.

Theme 1: Experiences of individuals and whānau (family) 
are respected and valued
Most patient-participants regarded feeling respected as 
people in the role of patient as being highly important 
when using DHB rheumatology services. They also val-
ued the same respectful interaction with their whānau 
(Māori word for family, in common use in AoNZ). For 
many, feeling as though they were valued for who they 
are was the difference between their experience of the 
rheumatology service considered positive or negative. 
This theme’s two sub-themes were; experience as people, 
and experiencing care that supports the patient.

Experience as people
Patient-participants stated the importance of being val-
ued and respected as people, noting this was important at 
both the system level as well as at the interpersonal level. At 
the system level, patient-participants wanted services to be 
accommodating of the common day-to-day challenges for 
people with inflammatory rheumatic diseases, such as man-
aging pain, accessibility barriers for transport and buildings, 
and managing interactions with multiple healthcare special-
ties and providers. A participant expressed this core value as 
being akin to principles of patient-centred care [41, 42].

So that the person in the middle, the patient, is actu-
ally in the middle… We’re whole people. I’m not just 
my arthritis. – Participant, 48years
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At the interpersonal level, participants experienced rheu-
matology care as positive when healthcare professionals 
were empathetic, available, and engaging. Correct name 
pronunciation, having a comfortable relationship and 
feeling as though their healthcare professional genuinely 
cared were offered as examples of positive interpersonal 
interactions.

The main thing that I value personally is being 
respected as a person not just being a number and 
having someone that kind of understands what I’m 
going through. – Participant, 56years

Participants also highly valued the personal relationship 
with their rheumatologist.

Well, I’m hoping [my rheumatologist is] not going 
anywhere. I’ve finally found my rapport, he checked 
all my boxes when I had my many questions when I 

saw him for the first time. – Participant, 53years

The importance of relationships with professionals 
in the rheumatology service was highlighted to extend 
beyond rheumatologists to the healthcare team, particu-
larly rheumatology nurses and support and administra-
tion staff.

Establishing a relationship with both the specialty 
nurse and whoever’s in the rheumatology depart-
ment and your rheumatologist is pivotal. – Partici-
pant, 69years

Experiencing care that supports the patient
Patient-participants wanted care that acknowledged 
their lived experiences as a person with a chronic dis-
ease. Participants wanted support for their self-manage-
ment, noting that in their role as patients they need to 
know how to manage their condition as independently 
as possible.

Table 1 Themes and subthemes for Theme 1 Experiences of individuals and whānau (family) are respected and valued

Sub‑theme Illustrative quote

A1 Experience as people

A1.1 Value individuals and their experiences

A1.1a System So that the person in the middle, the patient, is actually in the 
middle… We’re whole people. I’m not just my arthritis

A1.1b Interpersonal The main thing that I value personally is being respected as a 
person not just being a number and having someone that kind 
of understands what I’m going through

A1.2 Relationship with professionals is supportive Everybody that I’ve come in contact with has been really sup-
portive

A1.3 Importance of relationships with professionals in the rheumatology service

A1.3a Rheumatologists Well, I’m hoping [my rheumatologist is] not going anywhere. I’ve 
finally found my rapport, he checked all my boxes when I had 
my many questions when I saw him for the first time

A1.3b Nurses And his nurse has been awesome

A1.3c Support/admin staff organising appointments Establishing a relationship with both the specialty nurse and 
whoever’s in the rheumatology department and your rheuma-
tologist is pivotal

A2 Experiencing care that supports the patient

A2.1 Supporting self-management And learning how to manage all of that yourself is really empow-
ering

A2.2 Supporting active participation in decision-making and care There’s an obligation on the patient to actually try really hard 
and try and learn their condition so that they can be a part of 
that conversation and not be a passive adverse observer and be 
someone who things happen to

A2.3 Education requirements met

A2.3a Right language for effective communication How to be an effective patient and how to communicate 
effectively, and the importance of knowing the language of your 
condition so you’re not flapping around in the dark

A2.3b About condition and management A lot more education about what was wrong but also about 
what services are available and how to access them as well

A2.3c To make informed decisions It will be very helpful to have information prior to seeing the 
rheumatologist so you’re able to make an informed decision
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Table 2 Themes and subthemes for theme 2 right care, right time

Sub‑theme Illustrative quote

B1 Rheumatology specialist care

B1.1 Sufficient rheumatologists If you see a rheumatologist it’s like gold… It’s very 
difficult to see a rheumatologist

B1.2 Timeliness

B1.2a Of diagnosis I’m very grateful for his diagnosis on the day. So 
very different from nowadays where you can be 
diagnosed with methotrexate on day one

B1.2b Appointments (including appointment cer-
tainty)

I see a really stretched health system with really 
stretched Allied Health, long wait lists, and ser-
vices that are difficult to access

B1.3 Appropriately responsive care access mecha-
nisms

If you’re complex and you need it, then you can 
get that care that you need

B1.4 Patient-factors related to access

B1.4a Telehealth There’s no, there’s no travel involved. And, and 
for a lot of us who have chronic fatigue and have 
pain, that that travel comes at a human cost and if 
you’re on a benefit that comes at a financial cost, 
which sometimes is onerous if you’ve got you 
know, a run of them

B1.4b Funding Getting the physiotherapy or occupational 
therapy has been non-existent effectively, I’ve had 
to do all that myself at my own expense

B1.4c Mobility pass –

B2: Access to rheumatology nurses is highly important

B2.1 Between appointments The nurse, who works in conjunction with [the 
rheumatologist] is [who] we can contact if we 
need assistance appointments

B2.2 Nurse phone line Having the access to the rheumatology nurses 
as often, you know, once a week or anything, I 
always felt I could ring and that was lovely

B3: Co-ordinated care and other aspects of care

B3.1 Coordinated care

B3.1a Between specialists Communication between orthopaedics and 
rheumatology is just brilliant

B3.1b Between DHBs I’m looking forward to the day when all DHB 
records are interchangeable and easily accessed 
because they’ve created hiccups in my care

B3.1c Across disciplines (non-specialist) When your disease is compromising your whole 
system, then you end up having to cross lots 
of different specialties, but also lots of different 
services

B3.2 Allied health

B3.2a Physiotherapy The other really good thing that I value about 
rheumatology is the rheumatology service works 
really close with physios in the hydrotherapy pool. 
So there’s a wider range of treatment services that 
could be available to you and they support your 
rehab and things like that

B3.2b Occupational therapy I tried really hard to get access to occupational 
health therapy and couldn’t

B3.2c Personal Trainer Cos a big thing I’ve found with exercise is I have 
to have someone else there to motivate me to go 
along, which is why I was seeing a personal trainer

B3.2d Carer Just recently I had a full time carer look after me 
for the last 7 months, but was told two Fridays 
ago that she wasn’t available



Page 7 of 13Ngan Kee et al. BMC Rheumatology             (2023) 7:1  

There’s an obligation on the patient to actually try 
really hard and try and learn their condition so that 
they can be a part of that conversation and not be a 
passive adverse observer and be someone who things 
happen to. – Participant, 69years

Patient-participants viewed information provision as 
an important way that services and healthcare pro-
fessionals can support their active participation in 
decision-making and care, including education about 
their condition and its management, and learning 

correct language for effective communication to support 
informed decision-making.

A lot more education about what was wrong but 
also about what services are available and how to 
access them as well. – Participant, 47years

Theme 2: right care, right time
This theme was about receiving high-quality care at the 
right time, and from the appropriate healthcare profes-
sional. This theme’s three sub-themes were; appropri-
ate access to rheumatologists, appropriate access to 
rheumatology nurses, and co-ordinated care and other 
aspects of care.

Table 2 (continued)

Sub‑theme Illustrative quote

B3.2e Orthotics/podiatrist Just, really there’s been no hesitation from [the 
rheumatologist] I saw in October I’ve seen the 
ortho pro guy, lovely

B3.2f Pharmacy You’ll be contacted by a rheumatologist nurse, 
you’ll be able to pick up a script, just give us time 
to get it all printed, sent directly to the chemist. 
That would be very helpful

B3.2 g Oral hygienist To see a hygienist every 4 months because of my 
hands

B3.3 Access to specialist multidisciplinary care when relevant

B3.3a Pain Chronic health occupational therapist was her 
title, and she had worked in the pain manage-
ment clinic in Wellington. And what she did was 
run sort of, pain management clinic for people 
with chronic health conditions … Able to bring 
in, you know, like a physio and the rheumatology 
nurse and you know, and get a whole group of 
people, different sorts of providers together to be 
able to workshop for the patient

B3.4 System navigation It would be quite helpful to know what the 
actual process is. If I was a new person diagnosed 
with arthritis. How often, how long would you 
normally have to wait to see a rheumatologist 
and what support you are given after you’ve been 
diagnosed?

B3.4a Support groups If people who are newly diagnosed were given 
the contact details of… of these various support 
agencies that would support them. there’s a 
huge amont of support groups in all areas of New 
Zealand, both online and face to face and I think 
those… those groups, enable people to learn 
how to live with the condition and… and nor… 
and help normalize it especially when you’re 
newly diagnosed

B3.4b Other services –

B3.5 Access to personal health information Learning the importance of things like manage 
my health and knowing to ask for copies of letters 
going to and fro, and keeping those and knowing 
your test results and what those tests result mean 
for your particular condition. Being able to trot 
off what meds you’re on and why, and you know 
what milligrams they are and all of that stuff
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Appropriate access to rheumatologists
Patient-participants considered rheumatologists essential 
for timely diagnosis. They also noted a quality rheumatol-
ogy service provided appointments with rheumatologists 
at appropriate intervals and provided some certainty that 
this would occur. The current shortage of rheumatolo-
gists was specifically mentioned by several participants, 
and many made the link between this and inappropriately 
long appointment wait-time.

If you see a rheumatologist it’s like gold… It’s very 
difficult to see a rheumatologist. – Participant, 
53years

Patient-participants considered a high quality rheuma-
tology service would have mechanism to provide rheu-
matologist appointments urgently, or at short notice, if 
clinically needed.

If you’re complex and you need it, then you can get 
that care that you need. – Participant, 48years

Additionally, patient factors related to access would be 
considered and acknowledged in the planning of special-
ist rheumatologist appointments, such as flexibility to 
have appointments online if clinically appropriate and 
referral for relevant subsidies covering out-of-pocket 
costs of attending.

There’s no travel involved. And, for a lot of us who 
have chronic fatigue and have pain, that travel 
comes at a human cost and if you are on a benefit 
that comes at a financial cost, which is sometimes 
onerous if you’ve got a run of them. – Participant, 
69years

Appropriate access to rheumatology nurses
Access to rheumatology nurses was considered very 
important by participants, with many stating these 
nurses were their primary contact for inflammatory 
rheumatic disease management between rheumatologist 
appointments. Participants valued being able to talk to 
a rheumatology nurse about any issues relating to their 
inflammatory rheumatic disease management.

The nurse, who works in conjunction with [the rheu-
matologist] is [who] we can contact if we need assis-
tance appointments. – Participant, 71years

Nurses were seen as more accessible than rheumatolo-
gists. Many participants emphasized how much they 

valued first-hand experiences of phone-line availability 
for contacting nurses to support personal and practical 
management of their rheumatic disease.

Having the access to the rheumatology nurses as 
often, you know, once a week or anything, I always 
felt I could ring and that was lovely. – Participant, 
67years

Co‑ordinated care and other care
In addition, patient-participants valued co-ordinated 
care, allied health involvement, access to specialised 
multidisciplinary care when relevant, assistance with 
system navigation and access to personal health infor-
mation as important factors of quality care. Patient-
participants wanted to see co-ordinated care between 
specialists, between DHBs and to other non-specialist 
disciplines. Multidisciplinary care in specialised pain 
clinics was also highly valued by the participant that had 
experienced it.

Communication between orthopaedics and rheuma-
tology is just brilliant. – Participant, 61years

Allied health involvement was noted as extremely impor-
tant, particularly occupational therapy, physiotherapy, 
personal carers, orthotics/podiatrists, pharmacists and 
oral hygienists.

The other really good thing that I value about rheu-
matology is the rheumatology service works really 
close with physios in the hydrotherapy pool. So 
there’s a wider range of treatment services that could 
be available to you and they support your rehab and 
things like that. – Participant, 48years

Patient-participants considered rheumatology ser-
vices could play a larger role in assisting patient navi-
gation to other health care support, particularly to 
support groups, but also to other services that could 
assist them such as mobility passes and other accessi-
bility aids.

[If ] people who are newly diagnosed were given the 
contact details of these various support agencies that 
would support them. There’s a huge amount of sup-
port groups in all areas of New Zealand, both online 
and face to face and I think those groups, enable 
people to learn how to live with the condition and 
help normalize it, especially when you’re newly diag-
nosed. – Participant, 69years
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Finally, patient-participants felt rheumatology services 
should provide easy and open access to their personal 
health information, to aid communication and move-
ment through the health system.

New statements from participant views after mapping 
to previously identified best‑practice statements
Mapping of themes, subthemes and codes to best practice 
statements used in the rheumatologist Delphi showed 
that no subthemes or codes from Theme 1—“Experiences 
of individuals and whānau (family) are respected and val-
ued”—were described by these statements (Table 3 shows 
mapping, Delphi statements provided in Additional file 4: 
Table  S1). Three principles for rheumatology services 
were drafted based directly on patient-participant quotes 
from Theme 1 (Table 3). New statements related to hav-
ing identified or named rheumatologist and other staff 
for care (Statement 23—from Theme 1, subtheme A1.3), 
having adequate nursing staffing (full-time equivalents) 
(statement 24—from Theme 2, subtheme B2) and active 
provision of outside services and support (statement 25—
from Theme 2, subtheme B3.4a/b) (Table 2). There were 
11 subthemes that did not map but were considered by 
the research team, within the context of standard health 
service arrangements in AoNZ, to be outside scope or 
influence of government-funded rheumatology services. 
These subthemes are more appropriately located within 
primary care or community service (n = 7), a whole of 
DHB issue (n = 3) or related to other DHB service avail-
ability (n = 1) (Table 3).

Four patient-participants responded to the email about 
data analysis and new statements. Overall, the analy-
sis and new principles and statements were endorsed 
by these participants, subject to some rewording for 
clarity, which was agreed upon and revised. All four 
patient-participants provided feedback that they viewed 
the objectives of the research and the process and their 
involvement very positively.

Discussion
Patient views of important and valued aspects of best 
practice rheumatology services in AoNZ had two themes; 
services that value patient and whānau (family) experi-
ences as patients and people, and providing “right care, 
right time” where appropriate rheumatologist, rheuma-
tology nurse and other care can be accessed efficiently. 
Patients wanted to feel valued and respected as individu-
als, and have their experiences valued by both the system 
itself and through interpersonal interactions. They also 
wanted a service that provides them access to services 
they need, when they need it, and from the appropriate 
healthcare professional. Many of the themes mapped 
directly to the existing statements of components of best 

practice rheumatology service, however from those that 
did not map, three new principles of care and three new 
statements were created directly from patient views and 
endorsed by our patient-participants.

These findings explicitly call to attention the need for 
consideration of components beyond mechanisms of ser-
vice delivery. There is relatively little literature on what 
patients in AoNZ value in healthcare services delivery 
or internationally what people with inflammatory rheu-
matic diseases value in rheumatology services. A previ-
ous study including people with inflammatory rheumatic 
diseases from a DHB rheumatology service in AoNZ 
reported how much these patients valued appointments 
with rheumatologists and rheumatology nurses [43]. A 
meta-synthesis of qualitative studies of experiences of 
Māori in health services in AoNZ also identified simi-
lar factors to those in our study as influencing positive 
or negative experiences of healthcare, finding positive 
health service experiences were facilitated by positive 
interactions, support navigating the health system and 
practical support, with barriers relating to negative staff 
interactions and organisational structures [44]. A synthe-
sis of quantitative and qualitative literature also identified 
whakawhānaungatanga, whānau (family), and manaaki-
tanga (kindness) as being key features facilitating engage-
ment in health services for Māori [45]. Internationally, 
an implementation evaluation of group clinics in a rheu-
matology service network in the United Kingdom (UK) 
collected views of people with osteoporosis and inflam-
matory arthritis about the clinics [46]. Features that ena-
bled this innovative care model were characterised in the 
themes of efficiency, empathy, education, engagement, 
and empowerment, with the promoting factors for imple-
mentation including appropriate prioritisation, person-
alization, and participation. These are remarkably similar 
ideas to those characterised as desirable by our patient-
participants. Another focus group study in a rheuma-
tology service in the UK also reports similar aspects of 
rheumatology care to be valued by patients and should 
continue to be improved; these included acknowledge-
ment of factors of importance to the patient, patient-cen-
tred care and continuity of care [47]. Although the data 
are limited, these studies support our data in empha-
sising the importance of relationships and aspects of 
patient-centred care.

While delivery of high-quality services according to 
measurable process or quality metrics is key, our findings 
also emphasise the importance of patient experiences 
and how people are treated when accessing health ser-
vices. Though this research was conducted in the context 
of public rheumatology services in AoNZ, patient-based 
qualitative methodological approaches to improving 
service delivery can be applied to any discipline, in any 
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Table 3 Cross-referencing of Delphi best-practice rheumatology service statements to themes from patient data, and generation of 
new statements and overarching principles to themes without a match

Subthemes Mapped to Delphi best practice 
statement (No or number of 
statement)

Statement or principle encompassing patient 
views derived from data

Value individuals and their experiences No New principle 1: A rheumatology service should value 
individuals and their experiences through positive 
interpersonal interactions, supportive relationships and 
within a health system organised with the patients’ 
needs at the centre

System No

Interpersonal No

Relationship with professionals is supportive No

Importance of relationships with professionals in the 
rheumatology service

No New statement 23: Patients should have specific 
rheumatologist(s) responsible for their care and be 
provided with the names and roles of other medical, 
nursing, allied health and administrative staff who may 
be involved in their care

Rheumatologists No

Nurses No

Support/admin staff organising appointments No

Supporting self-management No New principle 2:  Healthcare professionals in a rheuma-
tology service actively support patients to participate 
in decision-making and self-management

Supporting active participation in decision-making 
and care

No

Education requirements met 5 New principle 3: Healthcare professionals in a rheu-
matology service should ensure patients’ education 
requirements about their rheumatic condition are 
met; including appropriate communication, content, 
and framed to support patients’ active involvement in 
shared decision-making

Right language for effective communication No

About condition and management No

To make informed decisions No

Rheumatology specialist care 4, 16

Timeliness 2, 3, 16

Of diagnosis 2,3,16

Appointments (including appointment certainty) No Carer—Outside of rheumatology—primary/commu-
nity health provision

Appropriately responsive care access mechanisms 8, 16, 21

Patient-factors related to access 20

Telehealth 20

Funding No Funding for allied health—Outside of rheumatology—
primary/community health provision

Mobility pass No Mobility pass—Outside of rheumatology—primary/
community health provision

Access to rheumatology nurses is highly important 3, 5, 6, 7, 8 NEW STATEMENT 24: A public rheumatology service 
should involve at least one full time equivalent (FTE) 
rheumatologist nurse per FTE rheumatologist

Between appointments 7

Nurse phone line 6, 7

Access to Pain MDT—Outside of rheumatology—
Other DHB service

Co-ordinated care and other aspects of care 15

Between specialists 15

Between DHBs No DHB/service communication Outside of rheumatol-
ogy—whole of DHB

Across disciplines (non-specialist) No DHB/service communication Outside of rheumatol-
ogy—whole of DHB

Allied health 9, 10, 11, 15

Physiotherapy 11

Occupational therapy 9

Personal trainer No Personal trainer—Outside of rheumatology—primary/
community health provision

Carer No Carer—Outside of rheumatology—primary/commu-
nity health provision

Orthotics/podiatrist 10

Pharmacy No Pharmacist—Outside of rheumatology—primary/com-
munity health provision
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country. The overarching principles pertaining to Theme 
1, such as attitudes of health systems and healthcare pro-
fessionals within that system toward patients, should 
form the basis of all patient-centred care. Overall, our 
findings and these studies emphasise the high impor-
tance people in AoNZ put on positive and culturally 
appropriate interpersonal interactions with health care 
professionals and health services.

To our knowledge this is the first publication which 
has described the views of a group of patients with 
inflammatory rheumatic disease on positive aspects 
and areas of improvement for public rheumatology ser-
vices in AoNZ. This work could not have been under-
taken without the involvement of patients in the design 
of the research (patient-research partner) and in data 
collection. Additionally, focus group findings have 
been mapped against a set of best practice rheumatol-
ogy service components that were previously compiled, 
and patient views have contributed further aspects of 
rheumatology care to be considered as best practice 
components. These data can inform future rheumatol-
ogy service delivery from AoNZ DHB rheumatology 
services. This is very relevant and timely as AoNZ is 
due to begin nationwide health system reforms in July 
2022. Such changes invite the possibility to improve on 
many aspects of healthcare service delivery, including 
the opportunity to completely re-design future pub-
lic health services in a manner that is consistent with 
patient expectations. Our set of three principles and 25 
statements of components of a best practice rheumatol-
ogy service for AoNZ can be used to inform policy and 
service changes. We plan to collect data from a nation-
wide sample of people who have used DHB rheumatol-
ogy services to evaluate their agreement, or otherwise, 
with each of the statements we have compiled from 
international literature [24] and this study. In this way, 

we hope to provide further understandings of what 
people with inflammatory rheumatic diseases value 
and consider most important in DHB rheumatology 
services. Patient-participants in this project had very 
positive views of the intent of the research—to involve 
patients in determining important aspects of health 
care delivery. The research team experienced a sense of 
humility and responsibility in undertaking this work. 
Overall, the research team and patient-participants 
found this a highly positive experience.

Our study has limitations. Our patient-participants 
were purposively recruited and varied in age, DHB 
region and inflammatory rheumatic disease diagno-
sis but cannot be considered to represent views of 
all people with inflammatory rheumatic disease in 
AoNZ. Using a focus group does enable a diversity of 
views to be elicited, with all participants supported to 
engage [48]. The data collection by focus group and 
an interview included all patient participants offered 
by Arthritis New Zealand. We viewed that since we 
had appeared to reach informational redundancy 
and that the data collection was to extend a current 
set of statements, and not generate a theory or state-
ments de novo, the sample size was adequate for our 
purposes [49]. While it is possible that a larger focus 
group or multiple focus groups may have elicited addi-
tional ideas, this study offers the first a literature- and 
patient-informed descriptors rheumatology services in 
AoNZ as a foundation to service development. An in-
person focus group, which may have generated differ-
ent discussion, was not feasible due to practical aspects 
of COVID-19 limiting desire to travel. In-person group 
discussions may involve secondary conversations 
within the main discussion that can contribute richly 
to findings. Undertaking member checking and review 
of new principles and statements via email may have 

Abbreviations: DHB District Health Board, MDT multidisciplinary team

Table 3 (continued)

Subthemes Mapped to Delphi best practice 
statement (No or number of 
statement)

Statement or principle encompassing patient 
views derived from data

Oral hygienist No Dental hygienist—Outside of rheumatology—primary/
community health provision

Access to specialist multidisciplinary care when 
relevant

13

Pain 13

System navigation No New statement 25: Rheumatology services should 
actively provide information to patients with rheumatic 
diseases about outside services or providers that pro-
vide social, emotional or practical support

Support groups No

Other services No

Access to personal health information No Access to personal health information—Outside of 
rheumatology—whole of DHB
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limited participant ability to fully discuss any changes. 
Our study has been undertaken in AoNZ in an inflam-
matory rheumatic disease patient population and the 
findings might not be widely generalizable outside of 
AoNZ or in other patient populations in AoNZ.

Conclusion
This study elicited patient views of positive aspects of 
current and future rheumatology services in AoNZ for 
the first time. With these views, combined with the pre-
viously collated statements about best practice rheuma-
tology care, we now have a basis for further engagement 
with patients, rheumatologists, rheumatology nurses and 
allied health, DHB service providers and government 
policy makers and funders to shape future rheumatol-
ogy services. Importantly, patients highlighted that their 
treatment and interpersonal interactions in the health 
system, has a large impact on their experience. This sig-
nals a need for health systems to place more emphasis 
on overarching principles of care that includes positive 
interpersonal communication and being empathetic to 
people’s experiences as patients, not just mechanisms of 
service delivery.
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