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Establishing a database of patients 
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abstract
aims: To establish interest in medical research and student training, based on demographics of those attending pub-
lic-funded diabetes services and types of research.
method: Patients who attended the Auckland Diabetes Centre (ADC) between July 2018 and July 2019 were invited via 
text message (SMS) to register their interest in being contacted for future health research projects and medical train-
ing. Consenting adults were enrolled in the Auckland Diabetes Centre Volunteer Database (ADCVD) and sent a survey 
on the acceptability of various types of research and factors influencing participation. Relationships between ADCVD 
enrolment and other variables were determined using Fisher’s exact test. Qualitative data were coded to generate key 
themes using an inductive approach.
results: Of 2,884 patients contacted, 527 were enrolled in the ADCVD (response rate: 18.3%); and of these, 176 com-
pleted surveys (response rate: 33.3%). Most respondents were NZ European (n=92, 52.3%), male (n=125, 70.6%), and 
from the least deprived areas (n=35, 19.9%). The type of research did not affect interest. Motivations to participate cen-
tred around a hope to improve their own diabetes and that of future generations.
conclusions: SMS-based recruitment from a diabetes clinic results in modest interest in participation in teaching and 
research from predominantly those of NZ European ethnicity and living in areas of least socio-economic deprivation. 

Patient involvement in research and medical 
student training is increasingly recognised 
as the cornerstone of effective treatment 

regimens and healthcare service delivery.1 How-
ever, recruiting a large and diverse population 
sample is challenging. Participation rates may 
differ based on the recruitment method and the 
type(s) of research and teaching. Patients are usu-
ally invited to participate in research projects 
and medical student training through advertising 
or directly through healthcare professionals. In 
addition, previous research has suggested that the 
public may be more cautious regarding genetic 
studies than other types of medical research.2 
However, it is unknown whether these views are 
representative of the multi-ethnic New Zealand 
population living with diabetes in Auckland. Fur-
thermore, there is a lack of data on the character-
istics of people who participate in research and 
medical student training. 

The Auckland Diabetes Centre Volunteer Data-
base (ADCVD) was conceived to enable patients to 

register their interest in being contacted for par-
ticipation in current and future research projects, 
the training of medical students, or the co-design 
phase for planned research. The ADCVD was estab-
lished as a secure internal database, accessed only 
by centre administrators and Auckland Diabetes 
Centre (ADC) researchers. The primary inten-
tion behind the ADCVD was to streamline patient 
recruitment for research projects and medical 
student training. As part of setting up the ADCVD, 
we also aimed to determine any differences in 
patient interest based on demographics and types 
of research, and to investigate what barriers exist 
and what motivates or enables patient involve-
ment. It was hypothesised that we would see dif-
ferences based on ethnicity, and that those from 
higher levels of deprivation would be less likely to 
express an interest in being involved in research 
projects and/or training of medical students. Addi-
tionally, it was hypothesised that patients would 
be less willing to participate in genetic studies 
compared to other types of studies.
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Method
This study was conducted following the ethical 

standards of the Auckland District Health Board 
(ADHB) and the Health and Disability Ethics Com-
mittee (HDEC 18/NTA/36). Scheduling staff mem-
bers at the ADC who routinely contact patients 
to arrange clinical appointments also invited 
patients to enrol in the ADCVD. This approach was 
deemed less intimidating, and with less obligation 
than if the healthcare providers were to approach 
patients directly. All patients who had attended 
an appointment at the ADC between July 2018 
and July 2019 were contacted via text message 
(SMS). The SMS was written as: “We have diabe-
tes research studies at the Auckland Diabetes Cen-
tre. Text YES to be contacted about this. Text NO 
if you are not interested”. Patients who answered 
“Yes” were contacted by a scheduling staff mem-
ber either by email, phone call or SMS and were 
asked to complete a survey.

The survey was written in English and was 
composed of six questions (Appendix 1). Its pur-
pose was to capture data on the types of research 
studies in which patients were willing to partici-
pate, and qualitative data on factors influencing 
patients’ participation decisions. Patients were 
also asked if they would be interested in being 
contacted for medical student training. Qual-
itative data were coded to generate the main 
themes using an inductive approach by a single 
researcher. Patient demographic data such as age, 
gender, ethnicity, and home address were derived 
from electronic medical records. Ethnicity, as 
recorded on clinical records, was then aggregated 
into the categories listed in Table 1. Deprivation 
was determined using patients’ home addresses 
and the NZDep Index, an area-based measure of 
socio-economic deprivation in New Zealand.3 

Quantitative data were analysed using Graph-
Pad Prism 8.2.1 (California, United States of 
America). A multivariate logistic regression was 
performed to assess the relationship between 
SMS response and the explanatory variables: gen-
der, deprivation index, ethnicity and age. Data 
were checked for multicollinearity with the Bels-
ley-Kuh-Welsch technique. The heteroskedastic-
ity and normality of residuals were assessed by 
the White test and the Lilliefors test. The Fish-
er’s exact test was used to assess the relationship 
between survey responses and demographic vari-
ables. A p-value <0.05 was considered statistically 
significant. 

Results
Enrolment

A total of 2,884 patients with diabetes who 
attended the ADC between July 2018 and July 2019 
were sent an SMS by scheduling staff. Of these, 
527 (19%) replied “Yes”, 618 (21%) answered “No”, 
and the remaining 1,739 (60%) did not respond 
(NR) (Table 1). Patients who responded “Yes” were 
entered into the ADCVD and were asked to com-
plete the survey. They were provided with the 
option of completing the questionnaire by phone, 
email or an online form provided via an SMS link. 
The survey was completed by 176 patients (email 
n=146, phone n=18, SMS n=12), and their answers 
were entered into the ADCVD (Figure 1).

Demographics
When comparing individual ethnic groups, the 

proportion of NZ Europeans that both responded to 
the SMS and completed the survey was significantly 
greater than for Māori (p=0.0251), Pacific (p<0.0001), 
Indian (p<0.0001), other Asian (p<0.0001), and other 
ethnicities (p<0.0001) (Figure 2).

Age did not influence response rate. The median 
age of patients who agreed to be contacted about 
diabetes research and completed the survey was 
60.8 years (range of 28–76 years). Women were less 
likely to respond to the SMS than men [OR=0.69 
[0.56, 0.85], p=0.0004] and made up only 28% of 
patients who completed the survey (Figure 3). 

As shown in Table 1, individuals from the least 
deprived quintile (deciles 1 and 2) made up 12.6% 
(n=363) of those initially contacted, but 19.9% 
(n=36) of those who completed the survey. Con-
versely, individuals in the most deprived quin-
tile (deciles 9 and 10) comprised 27.8% (n=803) of 
those initially contacted, but 20.5% (n=36) of those 
who completed the survey. 

Acceptability of different forms of 
research

Patient willingness to be involved in specific 
areas of research was queried, specifically: 1) 
Genetic studies using blood or saliva, 2) Other 
studies using blood samples, 3) Questionnaires or 
surveys, 4) New medication trials, 5) Weight loss 
studies. There was no difference in the accept-
ability of the different forms of research studies 
amongst patients who completed the survey. On 
average, 86% of patients expressed a willingness 
to be involved in each area of research. Contrary 
to our hypothesis, interest in genetic research was 
similar to that of other research types. Further-
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more, willingness to participate in genetic research 
did not appear to differ by ethnicity (𝛘2=8.969, df=5, 
p=0.11). Overall, 73% of respondents expressed 
an interest in the design of future studies, whilst 
78% of respondents expressed a willingness to be 
involved in medical student training.

Motivations and challenges
We collected qualitative data about research 

participation from 92 patients (52% of those sur-
veyed) who provided their views in a free text sec-
tion of the survey. The key themes and supporting 
quotes are outlined in Table 2. 

Discussion
We created a database of patients attending 

the ADC who were willing to participate in future 
research and medical training opportunities. As 
part of establishing this database, we investi-
gated whether there were demographic differ-
ences amongst those interested in taking part, 
and whether some forms of research were more 
acceptable than others. We found an overrepre-
sentation of NZ European respondents and an 
under-representation of patients from Pacific and 

Asian ethnicities. Based on these results, we can-
not conclude that people of non-NZ European 
descent were less interested in medical research 
or training; instead, our efforts to engage with 
these populations may have been insufficient. All 
study correspondence was in English, giving rise 
to potential language barriers. Therefore, future 
attempts to engage with a multi-ethnic cohort of 
patients should include multilingual correspon-
dence. Involving community leaders may have 
also helped recruit non-NZ European patients bet-
ter. However, different ethnic groups may hold 
different perspectives on the value of research. 
It has been previously reported overseas that 
patients who identify as Chinese are less likely to 
participate in clinical studies, compared to other 
ethnic groups, due to barriers such as insufficient 
information provided during recruitment, lan-
guage, cultural values, and mistrust of research.4 
Further research could explore whether barriers 
to participation differ by ethnicity amongst our 
population and how to mitigate these. 

We found that patients living in more deprived 
areas would be less likely to show interest in med-
ical research and training. Again, it is difficult to 
determine whether the low response rate among 

Figure 1: Flow diagram of patient enrolment into the ADCVD.



New Zealand Medical Journal 
Te ara tika o te hauora hapori

2022 May 6; 135(1554). ISSN 1175-8716
www.nzma.org.nz/journal ©NZMA 

article 58

Table 1: Characteristics of patients invited to enrol in the ADCVD categorised by response.

Invited to 
enrol in the 
ADCVD

n=2884

Responded “Yes”, was listed on 
ADCVD and sent questionnaire

n=527 (18%) Responded 
“No”

n=618 (21%)

Did not reply

n=1739 (60%)
Completed 
survey

n=176

Did not com-
plete survey

n=351

Male n (%) 1700 (59) 125 (70.6) 231 (65.8) 356 (57.6) 1003 (57.7)

Ethnicity n (%)

NZ European 540 (18.7) 92 (52.3) 70 (19.9) 141 (22.8) 237 (13.6)

Māori 220 (7.6) 22 (12.5) 23 (6.6) 42 (6.8) 134 (7.7)

Pacific 745 (25.8) 19 (10.8) 93 (26.5) 147 (23.8) 487 (28.0)

Indian 588 (20.4) 23 (13.1) 70 (19.9) 129 (20.9) 365 (21.0)

Other Asian 509 (17.7) 3 (1.7) 58 (16.5) 107 (17.3) 413 (23.8)

Other 282 (9.8) 17 (9.7) 37 (10.5) 52 (8.4) 102 (5.9)

Age, years (SD) 58.4 (12.2) 60.8 (11.5) 58.2 (11.7) 58.6 (12.1) 58.1 (12.3)

NZDep Index

Least deprived 
quintile n (%)

363 (12.6) 35 (19.9) 38 (10.8) 88 (14.2) 202 (11.6)

Most deprived 
quintile n (%)

803 (27.8) 36 (20.5) 80 (22.8) 149 (24.1) 538 (31.0)

Figure 2: The percentage of patients invited to be enrolled in the ADCVD differed from the percentage of patients 
who agreed and completed the survey by ethnicity.
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Figure 3: The gender distribution of patients changed across the stages of recruitment. 

The proportion of males relative to females increased across the stages of recruitment from the initial invitation  
to survey completion. NR=no response. 

Table 2: Key themes and quotes for the ADCVD patient feedback.

Themes Second-order theme Supporting quotes

Help the diabetes 
community

Help others

Advance knowledge/care

Search for a cure

“Even a very small contribution to improving 
treatment of this disease would be rewarding”

“I am a diabetic so willing to help other people 
avoid getting diabetes or for those that have it to 
be able to manage”

“I am happy to participate if it will help with 
diabetes care”

Potential personal 
benefits

Improve own health

Better understand own diagnosis

“I am diabetic so research is likely to be to my 
advantage”

“I have type two diabetes and would like to be 
part of research that may help educate me bet-
ter to manage this”

“I need to find out if I can become diabetic free 
without medication”

Appreciation for research

Desire to support research/researchers

Interest in research

Drive to give back

“I think it’s important for research studies to 
happen”

“I support the efforts of medical science, and 
in a small way give back to the system”

The burden of 
participation

Time commitment

Financial costs

Transport issues

“If I need to travel places that could be a prob-
lem financially”

“I am not working so cannot pay or travel too 
often. I dont drive”
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patients living in greater deprivation is due to a 
lack of interest or limited means to respond to our 
initial contact. The cost to reply to the initial SMS 
contact, and changes in phone numbers, may have 
prevented responses. Further, the contact num-
ber listed may have been inaccurate or shared 
with several other family members, making this 
contact mode unreliable. An opt-out default could 
have been used instead of the traditional opt-in 
approach. Previous diabetes research using an 
opt-out default has reported higher enrolment 
rates but also higher attrition rates.6 Therefore, 
this suggests that the opt-in approach may reach 
motivated individuals who do not represent the 
target population but are more likely to follow 
through in such research or training activities. 

Other recruitment strategies may have also 
proved useful. For example, patients could have 
been approached while sitting in the ADC waiting 
room. Although this is labour intensive, face-to-
face—kanohi ki te kanohi—interactions can foster 
trust in the researcher and build relationships, 
thereby facilitating successful recruitment.7 The 
Scottish Health Research Register (SHARE) has 
successfully recruited many volunteers interested 
in taking part in research. Using the Community 
Health Index (CHI) number, individuals are iden-
tified for potential studies using information held 
in National Health Service data sets such as those 
from hospital discharges, hospital outpatient 
attendances and primary care prescribing. Inter-
estingly, face-to-face recruitment in outpatient 
departments and general practitioner practices 
was their most successful recruitment method, 
with around 90% of those approached agreeing to 
join.8 In this way, collaborating with primary care 
to recruit those who have intimated an interest in 
participating in health research may better iden-

tify potential participants with diabetes.  
In line with previous research,2 we hypothe-

sised that participating in genetic research would 
be less favourable than other forms of research 
among our patients. Instead, we observed a sim-
ilar level of interest across all types of research. 
Despite these promising results, our study is sub-
ject to limitations. Patients chose to complete the 
survey; thus, our results are susceptible to self-se-
lection bias. The response rate to the SMS invite 
was low, and the subgroup of respondents in this 
study may not be equivalent to the entire tar-
get population. Also, qualitative data collection 
consisted mainly of closed questions for brevity. 
Therefore, the expectations regarding research 
or medical student training participation may not 
have been clearly defined, in terms of additional 
time commitment or other details. Conducting 
focus groups or conversational interviews can 
yield more qualitative data and reach saturation 
of themes; and in doing so, better understand moti-
vations and challenges for patient involvement.

In conclusion, the ADCVD was created to form 
a primary contact database for future research 
and medical student training opportunities. 
SMS-based recruitment did not result in a repre-
sentative population attending the ADC. Success-
ful patient volunteer database recruitment and 
maintenance long term will require more fund-
ing for the systematic recruitment of volunteers, 
organisation, administration and interaction with 
researchers and clinical educators looking for 
potential volunteers according to various eligibil-
ity criteria.

Future engagement should be tailored to suit 
different contexts and research topics, and to 
ensure a broad representation of patient demo-
graphics and perspectives. 
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Appendix 1: ADCVD Questionnaire. 

1. Have you taken part in health research before? YES/NO 

2. Would you be interested in being on our patient volunteer register? This means it would enable
researchers to contact you about studies that might interest you to take part in? YES/NO

a. If no, would you be willing to say why not? 
b. If yes, just need to let you know that being on the register means  

         that our staff will be able to check your medical records (only records  
         that are relative to the study) to make sure you fulfil the criteria for the  
         specific research. All research projects would have to be ethically approved.  
         Do you give this permission? YES/NO 

c. Which types of research would you be NOT be interested in?
i.   Genetic studies using blood or saliva 
ii.  Other studies using blood samples 
iii. Questionnaires or surveys 
iv.  New Medication trials 
v.   Weight loss studies  

  3. Are there any factors that influence your interest in taking part in research studies? eg money,
  privacy issues, too time consuming, too many questions.  

  4. If it was possible to do this in future, would you be happy to give permission for left over blood
  samples from the blood tests ordered by your doctor to be stored for research? We won’t be able to
  do this straight away, as it is a hypothetical question but if enough people are happy with this, we
  could look into making this possible in future. YES/NO  

  5. Would you be interested in providing input into how research projects are designed? eg Phone
  calls, meetings etc YES/NO 

  6. Would you be interested in being contacted for medical student training? YES/NO


