Royal College of Surgeons in Ireland

UNIVERSITY repository@rcsi.com
OF MEDICINE

R SI AND HEALTH
SCIENCES

Considering quality of care for young adults with diabetes in Ireland.
AUTHOR(S)
Myles Balfe, Ruairi Brugha, Diarmuid Smith, Seamus Sreenan, Frank Doyle, Ronan Conroy
CITATION
Balfe, Myles; Brugha, Ruairi; Smith, Diarmuid; Sreenan, Seamus; Doyle, Frank; Conroy, Ronan (2013):
Considering quality of care for young adults with diabetes in Ireland.. Royal College of Surgeons in Ireland.
Journal contribution. https://hdl.handle.net/10779/rcsi.10775759.v1
HANDLE

10779/rcsi.10775759.v1
LICENCE

CC BY-NC-ND 4.0

This work is made available under the above open licence by RCSI and has been printed from
https://repository.rcsi.com. For more information please contact repository@rcsi.com

URL

https://repository.rcsi.com/articles/journal_contribution/Considering_quality_of care for_young_adults_with_di
abetes_in_lIreland _/10775759/1


mailto:repository@rcsi.com
https://hdl.handle.net/10779/rcsi.10775759.v1
https://repository.rcsi.com
mailto:repository@rcsi.com
https://repository.rcsi.com/articles/journal_contribution/Considering_quality_of_care_for_young_adults_with_diabetes_in_Ireland_/10775759/1

( BioMied Central

BIVIC Health Services Research The Open Access Publisher

This Provisional PDF corresponds to the article as it appeared upon acceptance. Fully formatted
PDF and full text (HTML) versions will be made available soon.

Considering quality of care for young adults with diabetes in Ireland
BMC Health Services Research 2013, 13:448 do0i:10.1186/1472-6963-13-448
Myles Balfe (mylesbalfe@rcsi.ie)

Ruairi Brugha (rbrugha@rcsi.ie)

Diarmuid Smith (dsmithrooms@beaumont.ie)

Seamus Sreenan (ssreenan@rcsi.ie)

Frank Doyle (fdoyle4@rcsi.ie)
Ronan Conroy (rconroy@rcsi.ie)

ISSN 1472-6963
Article type Research article
Submission date 27 December 2012
Acceptance date 11 October 2013
Publication date 29 October 2013

Article URL http://www.biomedcentral.com/1472-6963/13/448

Like all articles in BMC journals, this peer-reviewed article can be downloaded, printed and
distributed freely for any purposes (see copyright notice below).

Articles in BMC journals are listed in PubMed and archived at PubMed Central.
For information about publishing your research in BMC journals or any BioMed Central journal, go to

http://www.biomedcentral.com/info/authors/

© 2013 Balfe et al.
This is an open access article distributed under the terms of the Creative Commons Attribution License (http://creativecommons.org/licenses/by/2.0), which
permits unrestricted use, distribution, and reproduction in any medium, provided the original work is properly cited.


mailto:mylesbalfe@rcsi.ie
mailto:rbrugha@rcsi.ie
mailto:dsmithrooms@beaumont.ie
mailto:ssreenan@rcsi.ie
mailto:fdoyle4@rcsi.ie
mailto:rconroy@rcsi.ie
http://www.biomedcentral.com/1472-6963/13/448
http://www.biomedcentral.com/info/authors/
http://creativecommons.org/licenses/by/2.0

Considering quality of care for young adults with
diabetes in Ireland

Myles Balfe">""
Email: mylesbalfe@rcsi.ie

Ruairi Brugha'
Email: rbrugha@rcsi.ie

Diarmuid Smiti'’
Email: dsmithrooms@beaumont.ie

Seamus Sreen3h
Email: ssreenan@frcsi.ie

Frank Doylé"'
Email: fdoyle4@rcsi.ie

Ronan Conroy'
Email: rconroy@rcsi.ie

! Department of Public Health Medicine and Epidemiology, Royal College of
Surgeons in Ireland, St. Stephen’s Green, Dublin, Ireland

2 Department of Sociology, University College Cork, Cork, Ireland

% Department of Psychology, Royal College of Surgeons in Ireland, St. Stephen’s
Green, Dublin, Ireland

* Endocrinology Department, Beaumont Hospital, Dublin, Ireland

® Endocrinology Department, Connolly Hospital, Dublin, Ireland

" Corresponding author. Department of Public Health Medicine and
Epidemiology, Royal College of Surgeons in Ireland, St. Stephen’s Green,

Dublin, Ireland

" Equal contributors.

Abstract

Background

Research on the quality of diabetes care provided to young adthtsType 1 diabetes |s
lacking. This study investigates perceptions of quality o& ¢ar young adults with Type|l
diabetes (23—-30 years old) living in the Republic of Ireland.




Methods

Thirty-five young adults with Type 1 diabetes (twenty-nine womearen) and thirtee
healthcare professionals (ten diabetes nurse specialists, tmeeltant Endocrinologist
were recruited. All study participants completed semi-structuragviews that explore)
their perspectives on the quality of diabetes services in Irelatetviews were analyzq
using standard qualitative thematic analysis techniques.

Results

Most interviewees identified problems with Irish diabetes sesvifor young adult$

Healthcare services were often characterised by long gaditives, inadequate continuity

care, overreliance on junior doctors and inadequate professionaltpatieraction times.

Many rural and non-specialist services lacked funding for tkabeducation programmég
diabetes nurse specialists, insulin pumps or for psychological sugpmrgh these servic
are important components of quality Type 1 diabetes healthcared Akkalth services su
as psychology, podiatry and dietician services appeared to be unddrfondeny parts @
the country. While Irish diabetes services lacked funding prior teettession, the econon
decline in Ireland, and the subsequent austerity imposed on thedakh kervice as a res
of that decline, appears to have additional negative consequencese fresgmt difficulties,
number of specialist healthcare services for young adults withet@iea seemed to

providing excellent quality of care. Although young adults and professiahetified many
of the same problems with Irish diabetes services, professiqguaar@d to be more critig

of diabetes services than young adults. Young adults generally egriegh levels of

satisfaction with services, even where they noted that aspeti®s# services were sy
optimal.

Conclusion
Good quality care appears to be unequally distributed throughout Irelatidn®& austerity

measures appear to be negatively impacting health servicgsung adults with diabeteg
There is a need for more Endocrinologist and diabetes nurse spgmatis to be funded
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Ireland, as well as allied health professional posts.
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Background

Young adults with Type 1 diabetes are a high-risk group in thatdiadietes control is often
sub-optimal and they have an increased mortality risk compared gerleeal population [1-
4]. International studies have noted that young adults with Type ltelabee between three
and six times more likely to die than their age-matched peeast commonly from acute
metabolic complications [1,5,6]. Furthermore, a subset of these young pfeegile to
develop serious long-term diabetes complications during young adulthood/gt]a@nird of

young adults with Type 1 diabetes report depressive symptoms [4,7].



Healthcare systems across the world have responded to yound adkitghysical and

mental health statuses by developing specialist servicethdon, for example specialist
young adult clinics [3,4]. The aim of these services is to imptiogeguality of care that is
offered to young adults with diabetes, thereby encouraging themmgage with health
services and motivating them to improve their control. Although these&esg sometimes
have mixed results, the importance of providing high quality cargoting adults with

diabetes is now widely recognized [4].

Most research that has been conducted on young adults with diahetExised on young
adults in the first phase of young adulthood — those who are in theitelets and early
twenties [7,8]. This is considered to be the riskiest developmeniadpfer young adults
with diabetes [4,8,9]. The majority of this research e.g. [6,7] exesnivhat the health
services researcher Avedis Donabedian refers to as climchlpaychosociabutcomes,
particularly the effects of transitional care programmes oung adults’ health statuses
[1,10,11]. However some diabetes researchers [3,8,10] have also explotddonhbedian
refers to as structural and process aspects of young aduks’Starcture, as used by
Donabedian, refers to the organizational characteristics ofhhsgstems, principally
comprising two components: the healthcare workers who make up dlb bgstem (e.g.
numbers, professional types, their qualifications, etc.), andpthesical materials and
resources (facilities, equipment, money) and organisational stru¢tuvsggh which they
provide careProcess refers to all of the actions that contribute to patient-careirasiddes
such concepts as continuity of care, quality and quantity of interpersteractions between
patients and professionals. Those diabetes researchers who havgategsiructural and
process aspects of care have noted that young adults placat algmé of importance on
establishing relationships with healthcare professionals, and on thiy gfiaghe emotional
‘atmosphere’ through which their care is provided [3,8,10].

While diabetes researchers and clinicians have concentratedfibsir efforts on the late
teens and early twenties, they also recognise a second pghgseng adult development
[1,4]. This latter developmental phase broadly extends from about 23—-30oyesge. It is a
period where young adults experience a maturing sense of idemtityegin to assume adult
roles in society [4]. It is a phase characterised by #tghithereas the first phase of young
adulthood is characterised by risk and transition. In general, spedatvices are not in-
place for young adults in this age range (particularly thete/een twenty-five and thirty
years of age) and little research has been published on the qialdaye that is offered to
them. As a result, although the provision of good quality care durintattes developmental
period may have significant long-term benefits, researcherslamclans know little about
whether these ‘older’ young adults are in fact receiving goodtyuare [4,12]. This is an
important informational absence given the that uneven quality oficaren identified in
relation to individuals with diabetes [13-16].

The present article therefore aims:

» To investigate young adults’ (23—-30 years of age) and healthcare mo&ss
perceptions and experiences of the quality of diabetes care that is affgordhy adults
in Ireland;
* To determine if there is inequity in the qualitycaire that is provided to young adults v
diabetes;
* To explore perceptions around how the health insurance status impacts on access and care
» To explore young adults and healthcare professionals’ levels of satisfatth Irish



health services for young people with diabetes;

» To examine if recent funding cuts to the Irish health system as a regolteshment
austerity measures appear to be impacting on health services for these yplag pe

Methods

Rationale for qualitative approach

This study used a qualitative methodology. The principle reason fowHs that we wanted
to explore in detail young adults’ perceptions and experiences loétdg services, rather
than the outcomes of young adults’ utilization of such services.aRdm#s have recently
begun to argue for the importance of learning directly from patighen assessing quality of
care, and relying less on the concepts and measures derived froperpectives of
clinicians and researchers [17,18]. Qualitative approaches arecupatyi useful for
exploring patients’ views in areas that have been previously undedtsdich as healthcare
quality for young adults with diabetes in their twenties, and camagsgrerequisites to
undertaking quantitative measurements in larger representative samples [19]

Sampling

Young adults (n=32) were primarily recruited from an Irish Facebagpat group for
young adults with Type 1 diabetes, and from the Facebook page of Diabkted,lIreland’s
leading diabetes charity. The recruitment message indicatedlthatiag adult interviewees
would be offered a 30 Euro gift token for their time. We concentratedeotuitment efforts
on Facebook because we felt that the social media site would proviefficgent and cost-
effective platform for reaching a young adult audience. Faceboakitreent advertisements
indicated that the project was looking to talk to young adults with Tyg@betes who were
between 23 and 30 years of age. Thirty of the thirty-two youdindfsawho responded to the
advertisements and were interviewed attended specialist @sabenters, predominantly in
Dublin, Cork and Galway cities, though half of these had attemiedspecialist, rural
settings in the past for their diabetes care. We stopped regrydgung adults after interview
thirty-two as we felt that we had reached data saturation,ighidte point where no new
themes were emerging from the interviews. To ensure thatwssin fact the case we
completed an additional three interviews with young adults of dasiage who we recruited
from a specialist young adult clinic in a Dublin hospital. The thethat arose in those three
interviews were similar to those that arose in the Facebookimtes and therefore we did
not seek to recruit more participants, i.e. we were confidentweahad reached data
saturation.

Twenty-nine women and six men with Type 1 diabetes were intezdiewall. The overall
sample size (35 young adults) meets best practice guidetnestudies based on semi-
structured qualitative interviews [20]. Young adults’ mean age was Z&&r mean Alc
was 7.95, SD=.76. 25.7% of them were on an insulin pump. 94% were educatddast
degree level and 64% had private health insurance.

Thirteen healthcare professionals were also interviewed, three consnttantieologists (all
male, and all working in specialist urban teaching hospitals)eandiabetes nurse specialists
(all female, eight working in specialist diabetes centres amdim general rural hospital
settings). We did not supply professionals with gift cards becaus®sbfreasons. Each



healthcare professional who was interviewed was the clinicdlcleardinator for young
adults with diabetes in their hospital setting. At the time tiatstudy was conducted there
were eighteen specialist diabetes centres in Ireland of whjatesentatives of eleven of
those centers were included in the study. Healthcare professiai interviewed primarily
so that we could capture their perspectives on quality of casetorg adults with diabetes
in Ireland. We felt that professionals would be able to give a broaderview of Irish
diabetes services than the young people who might only have expsrighoee or two
settings. Also, we felt that it would be interesting to compacecntrast young adults’ and
professionals’ perspectives in order to determine if professiahatsified the same quality
of care issues as young adults did.

Approach

Interviews were chosen as the research method because theyemabld us to explore
interviewees’ accounts in detail and because intervieweedogated in disparate regions of
Ireland. As such it would not have been possible to convene focus grouphaevidhmple
that we recruited.

All interviews were conducted by the first author who, at theetithat the study was
conducted, was thirty-one years of age. Prior to the study conmgethe first author had
conducted 220 semi-structured interviews on previous research projecenteen of the
young adult interviews were conducted over the telephone and eighteerson. Interviews
with young adults lasted 34—-86 minutes, with telephone interviews bRorter. Interviews
with healthcare professionals were most often conducted over the telephone (n=a%)ezhd |
approximately twenty minutes. The reason for the shorter Henftthe professionals’
interviews vis-a-vis the young adults is that we usually inteved professionals between
patient appointments, and as such professionals were under time intmst&everal
interviews had to be stopped and started again as the professiaudd @ help patients or
answer inquiries.

Before each interview began, interviewees were given informahiout @ahe project and what
participating would practically involve (the approximate lengthhefinterview and the types
of questions that the interview would cover). Interviewees werenmgdrthat the interviews
would be tape-recorded, and that the interviews would be typed up andedeporan
anonymous format. Respondents who completed face-to-face intervieesasked to give
written consent to take part in the study. Respondents who completptdaiet interviews
were asked to give verbal consent.

The young adult interview schedule was divided into two sections. Tdteséction asked
young adults to talk about any diabetes-related issues thissdisd them, and also day-to-
day factors in their lives that they felt impacted their diebeontrol. The second section of
the young adult interview schedule asked young adults to talk aboup#rspectives on,
and experiences of using, diabetes health services in Irelaadhé data generated by these
guestions that is reported in this article. All young adult inésveles were asked the
following open-ended questions:

» Can you tell me about your experiences of using diabetes health serlretsnd?
* What, if anything, are Irish diabetes services doing well for people yofr age
* What, if anything, are diabetes services doing badly?



» Do you have any recommendations for improving Irish diabetes services?

The young adult interview schedule was piloted with two people wéthetles who were in
their early thirties. The baseline interview questions did not gihaas the interviews
progressed, though the interviewer probed issues that were raisedi¢nlgrainterviews,
such as frustrations with the health system.

Healthcare professionals were asked questions similar to #slssd of young adult
interviewees, though with the wording of the questions were change &ppropriate (e.g.
‘what, if anything, are lIrish diabetes services doing well yioung adults with Type 1
diabetes in their twenties?’).

Analysis

Interviews were thematically analyzed [21] in a word-procegsgiackage (MS Word). The
first and the second authors double-coded the first four interviewshandther authors
provided feedback on their analysis. The first author then analyzeckri@nder of the
interviews. Analysis for each interview began by ‘open codihg’ interview transcript,
giving each section of the transcript that addressed a partisslag a descriptive tag or
‘code’. These codes were then compared and contrasted within and au®Eview
transcripts in order to determine if some of them could be subsumed higtletevel
concepts or ‘categories’ (e.g. all posts labelled with the gesaitags ‘lack of continuity of
care with professionals’ and ‘easy to access junior professidiffadsit to access
specialists’ were placed under the higher level category &dtiens with healthcare
professionals’). The principle categories or themes thag¢ wemtified from the interviews
were: long waiting times; interactions with healthcare pradesss; geographical inequity;
cost-containment pressures; staffing issues; strategiedbys@ding adults to obtain the best
quality care; and satisfaction with services. Once thesea#&egr themes were identified
the authors searched the research literature for a concemuadwork that could best
encapsulate them. Donabedian’s quality of care framework wasrdeed to be suitable as
most of the categories or themes that we identified coulditieel under Donabedian’s
macro-concepts of ‘process’ (long waiting times, interactionth rofessionals) and
‘structure’ (geographical inequity, cost-containment pressuresingtagsues) [22-24]. One
theme that we identified through coding, ‘obtaining good quality o cdrd not fit neatly
into Donabedian’s framework but could be explained as patients’ respiansguctural and
process-related issues in the Irish diabetes health systetooWeare to identify negative or
contradictory cases, and highlight them here where relevant.

We checked the final draft of the article with the young adulie t@ok part in the study.
Young adults felt that the paper accurately described their experiences.

I've read over it is very interesting and very true. (Female, 26).

Had a quick read through and it seems excellent, | certainly
wouldn’t have any discrepancies. (Female, 27).

Ethical approval

The study received ethical approval from the Research Etlocsniiitee of the Royal
College of Surgeons in Ireland.



Results

Findings are presented in four sections. The first section discpsseess-related issues in
Irish diabetes services (waiting times, interactions with gef@als, lack of communication
from health services). The second section discusses the strpctli@ims that professionals
and young adults identified as applying to Irish diabetes servibesthird section discusses
the strategies that young adults used to obtain the best quabtyncthe Irish health system.
The final section investigates young adults’ and professionals’ lbl@rals of satisfaction
with Irish diabetes services.

Process issues in the public system
Waiting times

Just under half of young adult interviewees (n=16) described longngvditnes to see
diabetes professionals. These young adults generally felt thatvthid longer now to see
healthcare professionals compared to when they were youngem§\taiies of between six
months and a year — and very occasionally longer — were common.afipsared to be two
reasons for this. One was that interviewees sometimes attspéeleidlist young adult clinics
when they were in their late teens and early twenties, whiaegbla strong emphasis on
seeing young adults on a regular basis. Some of the interviewe#ss study had
transitioned out of these clinics and into general adult diabetésesewhere waiting times
were much longer. However other young adults who had been treatedtiseadides for a
number of years reported that waiting times in these servagdemgthened since 2008,
which they attributed to funding cuts in the Irish health serage result of government
austerity measures and insufficient numbers of specialist dsabietie. Several professionals
supported young adults’ assertions here.

At the start [when first diagnosed] the consultants were gayin
we want to see you back in three months, it might be a week or
two weeks over. It wouldn’t be four or five months over the
date. (Female, 28).

We're down a diabetes nurse [because of the national
recruitment embargo]. So already our waiting list has gone out
a bit longer than we would have liked. (Diabetes nurse
specialist, rural hospital).

Several young adults who reported long waiting times feltttieyt were ‘cursed for being
good’, by which they meant that they felt that healthcare servieee less concerned about
them and therefore postponed their follow-up appointments as they densahgjcod
control. These interviewees appeared to feel that Irish diabetdth services followed a
triage philosophy, putting most of their efforts and limited rescunt® patients with poor
control. In contrast, they felt that patients with good control tetalée forgotten, at least to
an extent, by the system because their medical needs wexg pi@ssing. However they felt
that the criteria that healthcare professionals often appdaradge to determine time
investment in patients (i.e. biological markers such as HbAhc) the frequency with which
they saw patients, were somewhat flawed as patients could guek control but still
experience diabetes-related problems such as psychosocial distress.



| occasionally get the feeling that aren’t as worried about
someone like me so they tend not to have me in as much. They
even said to me at one point they want me in a year rather than
six months time. (Male, 28).

You might go in and the doctors are trying to catch up with the
backlog and if you've got no issues they're just like, I'll see
you in three months time. That can be quite frustrating.
(Female, 30).

Long waiting times were not limited to young diabetics seekmgine ‘check-ups’. A
minority of interviewees (n=4) also described long-waiting tifugsto a year) to be seen for
urgent health problems such as blood vessel problems in their eyes.

| said I'm really ill, 1 said | need to see the consultant... she
told me | was going to be waiting 18 months (Female, 29).

Healthcare professionals agreed that young adults could expetmmgewaiting times
between appointments. However they also noted that some young adulitsutedtiro this
problem by not consistently turning up for their appointments and nongallinics to
reschedule. This meant that services were unable to reallbeate young adults’ time-slots
to other patients and thereby reduce others’ waiting times. Biafiess felt that the young
adults of greatest concern — those with the worst HbAlscores aatesjr psychosocial
distress — were often the least likely to turn up for their appeinitsn though non-attendance
was a significant problem for many young adults in their tvesnth number of young adults
supported healthcare professionals here.

A factor that contributes to long waiting times is patients not
coming to clinics. We usually have about 20-25% “no-shows”.
(consultant).

There was a clinic last week with 30 people down to attend it,
for age 18-30, only 12 showed. (Female 28).

The reasons why some young adults in this study did not turn updorappointments

varied but were often at least partly time-related. Young aeither felt that they did not

have the time to go for their appointments (and particularly thgtateld not afford to take

the time off work) or they felt that the appointments themselee a ‘waste’ of time, for

example because healthcare professionals would not have the ftiliseuss the issues that
they wanted to discuss.

They say | can take x amount of hours out of my day whenever
to come and sit in the hospital. Wrong. | can’t. (Female, 30).

Because of the lack of resources and specialist staff ifriiepublic diabetes system (see
next section), if a young adult missed an appointment it was oftecuttito rebook them
back into the system within an appropriate timeframe. As deschpegung adults and
healthcare professionals, there was very little flexibility in mlaish diabetes services.



| know with the young person’s clinic if you miss one, the next
one isn’t for another 6-12 months. Because the health service is
so stretched it's hard. (Female, 23).

Long waiting times negatively influenced interviewees’ diabatasagement in three ways.
They prevented interviewees from obtaining important informationtttegt needed, such
their HbAlc, to fine-tune their diabetes control. HbAlcC tests uneasverage blood sugar
control over a three-month period. If the levels are tested yehdg nine months of blood
sugar information will be lost. Lengthy gaps between appointmalsis undermined
interviewees’ motivation to optimally manage their diabeteanylyoung adults noted that
their enthusiasm for managing their diabetes often increagmificantly in the weeks
preceding and succeeding their appointments. The longer that inteegiement between
appointments, however, the more their enthusiasm tended to ebb, and thkeydegan to
skip blood sugar recording and neglect good eating practice. Thirdipniper young adults
went between appointments the more that they needed to discuss withcdre
professionals. This meant that when they finally did get t@adesalthcare professional there
was often insufficient time to explore all of the items that needed to be talked about.

If you test HbAlc every six months means you've definitely
lost something. You don’'t know what was going on. They are
not too concerned about that here (Male, 29).

For the first few weeks after clinic I'm all over it. Butet
longer you go between appointments the more things tend to
drop. (Female, 28).

Finally, it is important to note while many young adults expegel problems accessing
health professionals in a timely manner, the majority of young atelviewees who took
part in this study (n=19) indicated that they did not.

| don’t think I've had problems with waiting times. Not really,
no. (Female, 27).

Lack of communication

Health service communication with young adults outside of clinmabi@tments was mixed.
About half of young adult interviewees described good communicatitbnhealth services,
saying that health services were easily contactable andehates followed-up with young
adults if they were experiencing difficulties with their diedse These services, mostly
located in urban teaching hospitals, sometimes allowed young adulfsdad their blood
sugar results so that they could be provided with quick feedback.

| don’t think the care that | get could be better. If | ever have a
problem or question | will email the nurse and get a reply from
her the next day. ( Female, 27).

We interviewed healthcare professionals from these servicese Thfessionals were
satisfied with the service that they provided to young adults, but nuodegroviding good
quality telesupport of this kind was a significant resource burden for them.



The picture for the rest of the young adults was more problenidtey described health
services that had poor follow-up of patients and were difficult toacbninterviewees who
did attempt to contact these services looking for advice frelgueieeived no response apart
from the dial tone of an answering machine. They said thpbmess, when they did come,
happened sometimes weeks later.

I'm sure any day now they'll get in touch with me [sarcdstic
I've left messages but it being the Irish health service, | don'’t
expect anything. (Female, 30).

I nteractions with healthcare professionals

About two thirds of young adult interviewees described sub-optimalactiens with
diabetes healthcare professionals. Complaints about short consultatioals perere
commonplace, with interviewees commonly seeing healthcare pmfaksior no more than
ten or fiteen minutes every six to twelve months. This was obvicuslyenough time to
discuss young adults’ diabetes management concerns. Some professppeared to use the
very limited time that they did have with young adults to go ovembdical or historical
information that was of limited interest to young adults. Heatthpaofessionals themselves
recognized that there was a significant problem here.

Instead of seeing Type 1 patients four times a year, we're
seeing them one time, very brief amounts of time and that’s
inappropriate. (Consultant).

Maybe sometimes when you'’re feeling a bit rushed and under
pressure, you're not giving the patients as much time as they
would probably need to express themselves...[you’re just]
going through all the tick boxes, what's their HbAlc like and
so on. (Nurse, rural hospital).

A significant proportion of these young adults’ care appeared tproveded by junior
doctors with 1-3 years of experience and by registrars who vaned specialists. These
younger healthcare professionals were generally a sourdeusifation to young adult
interviewees. Interviewees felt that junior doctors often did not knony weich about
diabetes, and that these doctors spent most of the consultation tylegrh from the
patients themselves. When junior doctors provided advice, it was tgmersidered to be
generic and basic when interviewees wanted detailed, personatisext. Junior doctors
rotated quickly through clinics so there were continuity of ¢ssaes here as well. Many
interviewees did not see the same doctor from appointment to appoinDrsaantinuous
care was problematic not least because it disrupted professiabdigses to effectively
provide advice to young adults. It was evident from the interviewsntledical advice that
was deemed by young adults to be threatening (most often adiick ywoung adults felt
was critical of their behavior) and which was provided by a geanirrespective of whether
or not that stranger was a doctor or a nurse — was more tixddg rejected, or to make
interviewees feel angry or distressed. In contrast, simdarce that was provided by a
professional with whom the young adult had developed a positive relationgfiywas more
likely to be considered and acted upon. Interviewees were unified indésire to see
consultants for their clinical appointments, but felt that it waésnofery difficult for them to



access these senior professionals, particularly if nothing wamg' with their diabetes
control.

The last appointment really annoyed me because I'd never even

seen this person before, she looked at my chart, asked me the
same questions every single other person asks because they
don’t know who you are. (Female, 23).

Structure issues in the public system
Service inequity

Quality diabetes care was considered by many young adults naogt healthcare
professionals to be unevenly distributed throughout the country. Iigyadults had access to
a specialist diabetes centre, for example in a large Uitiwetesaching hospital, their
probability of obtaining a good or excellent service was quite high. Professidmalsavked
in these services were considered to have strong interests ig §duhis with diabetes and
were considered to be up-to-date in terms of their knowledge of daleéslical
technologies.

There’s no comparison between the care here in Dublin and what | hawgdexperienced
down the country. They've dietitians and doctors and nurses here an@dimragularly.
(Female, 30).Professionals felt that young adults who did not hawssato specialist
diabetes centres appeared to have a greater chance of receivinguabseof care.

| think if young adults can get into a specialty centre, | think
it's good. | think the service for anybody outside that small
supply of good centres, | think it's very poor. (Nurse, urban
hospital).

Rural health services in particular often lacked a criticabsnof specialist staff such as
Endocrinologists specialising in diabetes. In some services nargesnore junior (non-
consultant) doctors were mainly responsible for young adults’ @abedre, and these
professionals could be dealing with hundreds if not thousands of patiepes {Tand Type
2).

We deal with 3000 people with diabetes and there’s one nurse.
A lot of the rural hospitals like mine would be similar small
units, minimal staff and a big patient population. (Nurse, rural
hospital).

Rural services appeared to often be under-resourced meaning thatetieeunable to offer
the diabetes education programmes that their urban counterparts cadittbrfadly diabetes

technologies such as continuous subcutaneous insulin infusions(CSll,insulin puerps)
mostly concentrated in minority of clinics, meaning that young sdultim outside these
clinics’ catchment areas had fewer opportunities to obtain theseedeln order to obtain
the best quality care a number of young adults from around Irelarel fareed to attend
diabetes clinics in Dublin or other large urban areas, which mieainthey spent significant
time and money travelling to their appointments.



One of the biggest stumbling blocks we came up against was
finding a structured education programme for Type 1s. For a
unit like ours that is minimally resourced we just don’t have
that Type of funding. It's not that we don’t want to do it, we'd
love to do it. A lot of the rural hospitals would be similar.
(Nurse, rural hospital).

We also only get 12 insulin pumps a year and it's not
necessarily the young adult that get them. We get 12 for the
whole of the west of Ireland [primarily rural region]. (Nurse,
urban hospital).

Cost-containment pressuresin the Irish system

A number of young adults felt that the Irish healthcare systeshincreasingly concerned
about providing them with the cheapest care rather than thedresOne young woman, for
example, noted that auditors in the health system questioned her pisatménd out if she
could be provided with fewer glucose test strips. A number of youngsaalslh felt that
pharmaceutical companies were beginning to fund functions that had phevimen
standard aspects of public sector care, such as glucometers amesdigheing programmes.
About a quarter of young adult interviewees noted significant difiiésu in obtaining
diabetes technologies, particularly CSIlI and when they wereedfthiese devices they were
not given a choice about the model they could take. They felt thhe#ith system restricted
their ability to obtain the most advanced CSII devices that, althomge expensive, would
give them the best quality of life. One young woman who attendedban teaching hospital
in Dublin, however, noted that her consultant gave her a choice of thrges from which to
choose.

The chemist said do you need that many strips. I'm like, yeah.
They're like, there was a query about it. I'm hardly selling
them on the street. (Female, 28).

You don’t get the best pump. You get the old one that costs
less. (Female, 27).

| was on the list for the diabetes programme for 18 months.
They just don't have the resources. It's a pharmaceutical
company that are paying for it now (Female, 30).

Healthcare professionals agreed that patients were oftendtiEss expensive version of
CSIl but noted that many patients did well with such devices.cOnsultant noted that some
of the more expensive CSIl devices were intended for individuals véhareaware of low
blood sugars rather than for all patients with diabetes. Thera wssordance here between
consultants and young adults, with some young adults believing thatvéiteybeing denied
CSIl devices on cost grounds and consultants feeling that the monesixeppumps were
unnecessary for some patients.

While acknowledging that cost-containment pressures in Irish dseabetdth services were
impacting on the care they could provide, consultant’s also notedvpasspects in that the



health services still provided diabetic patients with free insglumcometers and diabetes-
related medication. Several young adults agreed with this view.

I'd have to say | can’'t complain at all. Everything is looked
after. I'm not paying for anything. | get checks on my eyes, |
can see a dietitian or podiatrist if | need to. We are very wel
looked after. (Male, 30).

Staffing issues

All interviewees felt that staffing problems — stemmingnir recent cuts in government
funding to Irish health services —were an important cause qirtieess difficulties discussed
previously.

It's the constraints. They don’t have the money. | think it's
definitely money constraints. (Female, 26).

Many young adults described diabetes services using words sucunaer-staffed’,
‘swamped’ and ‘struggling’.

One other thing | am aware of now in Ireland, unfortunately the
hospital I'm going to for diabetes seems to be very

understaffed. | get an appointment less than half the time that |
got in the UK. (Male, 29).

| think due to budget cuts and stuff, staff started to get cut
which was unfortunate but not their fault basically. (Female,
24).

Interviews with healthcare professionals indicated that diabetdthtere services, in both
urban and rural areas, often lacked sufficient numbers of coms@talocrinologists and

diabetes nurse specialists (this is one of the reasons why yolutig were likely to be

treated by junior doctors). The lack of Endocrinologists in the systas felt to be a

historical legacy of the underfunding of diabetes services ianidelConsultants noted that
the numbers of endocrinologists in Ireland at the time that thy stas conducted (2012)
was significantly below international standards. Both young adutid healthcare

professionals felt that health services that lacked consultant Emologists were at

significant disadvantages.

The international and Irish recommendations is to have 5 to 6
consultant diabetologists per 250,000 population. There is no
service in lIreland that has anywhere near that number.
(Consultant).

We’re in an unfortunate position at the moment in that our
endocrinologist retired a year ago. We don’t have anybody
long-term to drive the service forward. (Nurse).

Some young adults and healthcare professionals felt, however, thatuthbers of
Endocrinologists in the system was beginning to slowly improvejtatbas noted by the



consultant in the previous paragraph — the overall numbers werbedtiv international

recommendations. However young adults who experienced consultant Endocsidelbgi
care for the first time could experience dramatic improvemarite quality of care that they
received.

We had no consultant endocrinologist until about 4-5 years
ago. He came on board and he’s responsible for a lot of positive
changes. (Female, 30).

The lack of diabetes nurse specialists in the system wasfetsto stem from historical
underfunding but was felt to be accentuated by recent cuts in fuagiagesult of the Irish
government’s economic austerity programme.

The national embargo on public sector staff has affected the
number of diabetes nurses. (Consultant).

A number of the nurses who we interviewed noted that diabetes nuesesnat being
replaced when they went on maternity leave, or were being egplag non-specialist
professionals, while at the same time services were dealitfigincreasing numbers of
patients with Type 2 diabetes. Nurses felt that this problemreased demand for diabetes
services combined with a lack of capacity to meet that demdras meant that services for
people with Type 1 diabetes have begun to worsen in some parts of the country.

If there’s people going on maternity leave or being out of work
for whatever reason they're sometimes not replaced by people
who are as competent. And that’s the recruitment moratorium.
That’s definitely an issue. (Nurse).

B There shouldn’t be the restrictions that we have to deal with.

A Is that because of the funding constraints in the health
service?

B It is absolutely. We don’'t have the manpower or the
equipment (Diabetes nurse specialist).

Services [for Type 1 patients] have kind of deteriorated in that
we have so many Type 2s coming in and no extra staff.
(Diabetes nurse specialist, urban University hospital).

There was also felt to be a significant lack of allied health professiontile system.

| work as a dietician myself. Dietitian services are brutal
[terrible]. (Female, 28).

Psychological services for young adults were considered to beiagp&acking. This was
despite the fact that all healthcare professionals consideretigisgical support to be an
essential component of care for young adults with diabetes. Evdresheservice usually
only had a psychologist on call for less than six hours a weekthahdime was needed to
cover all of the patients (Type 1 and Type 2) that the senaagett. Healthcare professionals



felt that the lack of psychologists in the system meant thabty young adults with

depression and eating disorders were going undetected, and when theyeteeted, were

left untreated. Young adults who needed to see psychologists taggeavaiting times and

the risk of being referred to different hospitals for treatm®atnetimes, if they were not at
crisis point, they were forgotten. A number of nurses reported lopblye Irish government

for additional psychological resources, but noted that their entreaties fell fozadea

A What's your impression of psychological services?
B In Ireland?
AYes.

B Oh awful. We have a psychologist six hours a week. It's
awful. (Nurse, urban hospital).

Strategies for obtaining the best care in the Iristsystem

This section describes the strategies that young adults useslui@ ¢hat they obtained good
guality care given the process and structure related issues outlinedpoirlhis

A number of young adults were upset and confused about the qualityedhaaithey were
offered by the Irish system.

The system is crazy (Female, 28).

It makes me so angry. And nothing but cuts all the time. It kind
of worries me that if | did end up in hospital with diabetes...no
way. Sorry. That scares me. (Female, 30).

Sadly from what | have seen over the last few years, H&h (Ir
health service) cuts mean ever fewer rather than more agrvic
for diabetes patients (Female, 27).

Many of these young adults were worried that the public hegktem did not care about
them and would not look after them if they became seriously ill.eSeththat the only way
to obtain good quality of care was to proactively obtain it. They @& main strategies to
do this. One was to pay for private health care (either out afdhei pocket or by obtaining
private health insurance). For the interviewees who chose to do soch@adaere quite a
number of them), going private had a number of advantages: it enabledidhieypass
waiting lists; it gave them access to health services ¢batd often only be obtained
privately, such as psychological counselling or chiropody servic@spvided them direct
access to consultants who they felt could provide them with betteityqeakre and
information than they would receive from junior doctors in the public system.

The consultant in x felt that | might have had a blood vessel
problem and, again if | had gone publicly, the only appointment
they could give me was 9 months. So we said straight away
we’d go privately so we went to the x and saw Dr. x there. He



did all the tests, everything, photographs, pupil pressure and
everything was normal. (Female, 30).

Young adults noted a number of disadvantages with the private systesvenowhe main
disadvantage was expense. A number of young adults also felt godlty using the private
system. They felt that doing so was morally problematic and ub&dause other young
adults did not have their resources. One interviewee who was consipleraingsing private
health insurance also described considerable struggles to find outliabetes-related costs
were covered by different insurance plans.

| even felt bad about going private because that’s not really the
way you should do things. (Female, 28).

Ireland is full of a lot of shit and a lot of advertisement and at
the end of it, what you get isn’'t what they advertise. (Male, 29).

The second strategy was to demand good quality care from healpthoaiders. Many of the
young adults who we interviewed felt that unassertive patientddnbe neglected by the
health system. Young adults stressed the importance of demandieg tonsultants during
appointments and of complaining to staff when they felt that they westeiving sub-
standard care. In practice, however, interviewees often found itutliffac be this assertive.
Some were worried about arguing with authority figures, othetsfttieey complained they
would be seen as ‘bad patients’ and healthcare professionals would ghenmshy providing
them with lesser quality care. Embarrassment prevented a numjmamaf adults from being
assertive. Although young adults in this study were well in to thenties, and some were
around thirty, it was notable how frequently parents stepped in to advatdiehalf of their
children.

Unless you actually say something they will forget about you.
It's crazy. Is it safe? No. It's not. | started in the Igstr
asking is the consultant here today, can | see him. I'm not
leaving until 1 see him. Otherwise you could end up with a
junior docto. (Female, 26).

My mum actually made an appointment privately with Dr. X. |
probably wouldn’t have done it on my own. (Female, 28).

The third strategy was to transfer to another clinic/dialsgesce, which usually proved to
be difficult. There was often no objective information that young adodtuld use to

determine if one clinic was better than another. As a result yaduys who were

considering transferring were often forced to rely on rumoursecommmendations from
friends or colleagues. Most searched for information on the Intendetoaind that clinics’

websites were quite basic. Understandably a number of them Wwergane to move clinics,

possibly to a worse clinic, on the basis of a rumour.

A fourth strategy that young adults used was to develop diabetesesefor themselves
where these services were not forthcoming from the health syBteraxample, many young
adults in this study wanted to receive emotional and social suppmirioat diabetes-related
psychosocial distress. These young adults felt that the officibetes system did not provide
them with either the quality or the quantity of the support they heeded, and as a result of



this they began to develop their own young adult peer support networkistaféewed one
young woman who established a peer support network. She felhénatwas a great, and
unmet, demand for peer support amongst young adults with Type 1 diabetaowledging
this fact, she said that she went to her consultant to find out whbkthbealth system could
provide her with additional (and fairly minimal) resources to rektihne peer support group
that she developed. Her consultant was extremely enthusiastic abmlgahleut said that the
health system would not be able to fund it in any way.

| said to a consultant, ‘I know the lIrish health system won't
want to know because it may cost money...” He just laughed
and was like, forget it. He said he can’t get what he needs and
he is the hospital, not a support group. (Female, 30).

Satisfaction with quality of care offered to youngadults

For the reasons outlined in this article, most healthcare gsiofeals considered quality of
care for young adults with diabetes in Ireland to be unsatisfad®vofessionals felt that
services were doing the best that they could be doing in a Vefemging economic
environment and that some specialist services were providing qoélitgare as good as
anything that was offered internationally. However, they a#iatiat the Irish health service
as a whole was not effectively meeting the needs of young adults with diabete

Services [for young adults with diabetes] are doing very poorly.
(Nurse).

We're talking about 20-30 year olds. | think the service we
provide for Type 1 patients, no matter what age they are, is
completely suboptimal. (Consultant).

In contrast, and despite the specific process and structural prablantisey identified, most

young adults indicated that they were satisfied with the qualitsare that the Irish health
system offered them. In fact, even a number of young adtitsindicated that they were
upset about the quality of Irish diabetes services also saiththatvere satisfied (at least to
some extent) by those services.

At the moment | think the clinic is doing a very good job.
Getting an appointment sometimes is a problem, but | think
they're pretty good to be honest. (Female,28).

So why would a young adult be satisfied with services which heéher(and healthcare
professionals) identified problems with? There were a numberasbns for this. The most
common reason was that the young adult felt that they had shtblsome kind of
supportive personal relationship with a healthcare professional (mmsh@nly a consultant
endocrinologist or a diabetes nurse specialist) who worked is¢hate. Young adults often
described this professional as going above and beyond what the yosng pesught was
expected in terms of their duty of care, for example regutal&phoning the young adult to
find out how their diabetes management was going, or providing thdém iatense,

personalized instruction on the use of diabetes technologies, and so yourfgladults who

indicated that they had established a supportive relationship with esgiarial expressed
some degree of satisfaction with the diabetes health semviaghich that professional



worked, even when they also identified significant problems withséneice. Even young
adults who rarely met their supportive professional often thought pdgitibeut the service;
as long as a young adult believed that a supportive relationshipcexisat relationship cast
a positive halo effect around the service as a whole. Thishegasase even when the young
adult described discontinuous interactions with other staff memibeleisetting, or other
process related problems such as long waiting times.

X is my consultant there. It's great that | regularly see and

| think the service is fantastic... the other doctors change and |
know that's to do with the medical system, the rotations but it's
really frustrating when you go in and you tell them the same
thing every time. That really gets to me. (Female, 23).

There were also other reasons why young adults’ expressefhctatrs with services. A

number of interviewees felt that even though they had problems, diabetees were doing

the best that they could given the difficult economic environment wh&hwere operating

within between 2008 and 2013. These interviewees noted the geographicahddfem the

quality of services, long-waiting times and staff shortages, dutthat responsibility for

these problems lay with actors outside of diabetes serviceson§sas diabetes service
appeared to be making an effort to meet their needs, these young adultssfedtisati

| know they’re trying to do it as best they can. | think it's good
that even though things are quite bad [with the economy] at the
minute, they manage to do the eye tests and they’ve brought in
a podiatrist a couple of days a week. | think that's good that
they're still taking a step in the right direction. (Female, 26).

Some interviewees, however, appeared to lack knowledge about what gtiabrg should
be offered to them, for example being unaware of how often they shimallllyi see diabetes
specialists or being unable to tell the difference betweenrjamd senior doctors. This was
problematic as it meant that young adults could accept suboptimaesewithout being
aware that the care was suboptimal. Lack of awareness coaolthatsfest itself in terms of
misperceiving what services were available from young ddliibetes clinic. For example,
one young woman noted that one of the things that she most readig\adout her clinic
was that she could instantly access formal psychological sumueites if she should ever
need them; whereas her consultant noted that the waiting listyflcingdegical support in the
service was a minimum of six months.

Discussion

Summary of findings

This is one of the few studies to investigate quality of careybung adults with Type 1
diabetes in their twenties. The study found that some Irish dmiservices appeared to be
providing what young adults and healthcare professionals considerecekedient quality
of care. However many services seemed to experience a numbbatoDonabedian refers
to as structural and process problems: long-waiting times,dackmmunication between
healthcare professionals and young adults; inadequate continuityepfacar over-reliance
on junior doctors. High quality care also appeared to be unevenhbudlist throughout



Ireland, and rural services seemed to be at a marked disadvaotagared to their urban
counterparts in terms of their ability to provide young adults witicess to diabetes
management technologies and structured education programmes. Young addlt
healthcare professionals attributed many of these problems ffmgstahortages in the
diabetes health system, which in turn they often believed stemoradudnding cuts to Irish
health services. A number of young adults responded the identifiexdlusaluand process
problems by proactively attempting to obtain high quality caregkample by obtaining
private health insurance or by seeking to transfer to spedialbetes clinics. Despite these
problems, the majority of young adults expressed satisfaction Ivisth diabetes health
services. In contrast, healthcare professionals evaluatedghaliabetes health system more
negatively.

Situating the results in relation to previous diab&es research

Several of the study’s findings have previously been reported (thdwgmajority of this
research has focused on young adults in the first phase of youngoadyltPrevious studies
have found that diabetes care is often problematic for young pedpleabetes [5]. Their
care can be discontinuous [25,26], which is of concern because discontirareusan
undermine the ability of healthcare professionals to meet yountg'aglmotional, social and
developmental needs [26]. Young adults prefer to meet Endocrinologiststedianese
specialists and dieticians at their clinic appointments [27]. Yathdts also place a great
deal of value on professionals who take more ‘personal’ approackeget to know them’
[27]. This reflects wider understandings among patients- not just thtsaliabetes — that
good quality care is based upaaring, and is patient focused and relationship-driven [28].
Our study suggests that many of these findings are as applioameng adults in their late
twenties as they are to young adults in their late teens. Howdngeas health services have
put substantial efforts into improving quality of care for youngertaduith diabetes (for
example developing specialist young adult clinics that fat#li the development of
continuity of care), the same efforts are often not put intodhe af people with diabetes in
their late twenties, who are often treated in undifferentiated adult services

A new finding from this study is that some young adults fedltthey are ‘cursed for being
good’ — that health services are more likely to ignore them andary dheir clinical
appointments because they have good diabetes control. If this is ingl@@ehing in some
health services, this finding is very concerning. Health serviaesat afford to relax their
relationships with young people who have managed to achieve good contret], Ipdet of
what helps young adults to achieve good control is having regular oppedulaitialk to
healthcare professionals. Not having regular appointments is likebe a demotivating
factor for at least some young adults and increase the likelittwadtheir control will
become suboptimal.

The Irish context

Many of the present findings stem from the particular contexthich these young adults’
care was embedded. As noted by several healthcare professiaha&ssindy, the healthcare
system for young adults with Type 1 diabetes in Ireland has lcgrg fagboptimal, a state of
affairs that stemmed at least in part from the historical una@ing of Irish diabetes

services. This situation ameliorated somewhat during Irelad@®Ki¢ Tiger years as more
money was introduced into the Irish health system, including into dmlssrvices. The

economic collapse that Ireland suffered as a result of its baoksig, however, acted as an



‘external shock’ to the Irish health system, reducing funding agaistructural aspects of
diabetes care [29]. Cost containment became a key priorityhéorrish health service,
including diabetes services [29]. Government economic austerity reededrto embargos
on the recruitment of specialist diabetes nursing staff and mueat some health services’
abilities to provide young adults with resources that they couldaugmprove their care,
such as insulin pumps and diabetes education programmes. These $igstiasa(e.g. lack
of specialist staff in the system) also contributed to the pradiie process issues that some
young adults reported experiencing, such as long waiting timese& healthcare
professionals, suboptimal interactions with these professionals valuerg yadults finally got
to meet them and poor continuity of care.

However while Government austerity measures appear to be congibatguality of care
problems for young adults with diabetes, they are not the full Stbeyfindings of this study
suggest that austerity measures most pernicious effectstsestem from their interactions
with other care-undermining factors. One, as noted by some pomfalssiis the increasing
numbers of patients with Type 2 diabetes who are coming into thehkemth system, which
is reducing the time and resources that health services can guhentare of people with
Type 1 diabetes of all ages, not just in their twenties. In effect, evelnhealth service has a
number of appointment slots that they can assign to patients. Ifeeecaanot increase the
number of slots that they can offer to patients by hiring mofg atad they are dealing with
enhanced demand for the slots that are available, servicelsenfitirced to offer individual
patients fewer appointments. This is likely one of the mairorsasshy some young adults
reported escalating time gaps between their appointmentsnatiterly, some staff will feel
that are forced to expend most of their time and efforts on tienfsawith the most serious
distress and glycaemic problems, leading to an increasechaskdung adults with better
control and less emotional distress will receive less attefrioonm health services, or more
attention from less experienced staff. Young adults are theessehdermining their own
quality of care, however, by not attending the appointments thavaikable to them. As
noted by one consultant, a substantial minority of young adults in slimes do not attend
services. A number of young adults also reported that they rgdidr not show up to
diabetes clinics. By not attending services young adults are nouondgrmining their own
care, they are undermining the care of other young adults who ragglstg to access
healthcare professionals’ limited time.

A number of young adults in this study responded to structural andsprisseles in the Irish
health service by either attempting to develop their own sergigessupport groups), by
demanding care from professionals where they could do this or bygdekescape into the
private healthcare arena (and as noted, two-thirds of the young adits study had private
health insurance). Young adults’ interest in private health insunaileets a widespread
belief amongst Irish people that individuals who pay to see nmiealiokessionals privately
receive priority over public sector patients and can accesthtssalices more quickly (in
what is often referred to as Ireland’s ‘two-tier systerB)-B2]. It also reflects a belief that
private patients are more likely to be treated by consultahseas public patients are more
likely to be treated by junior doctors [30]- which in fact seerwedbe the case for some
young adults in this study. Privatisation of care may be gqatirsome parts of Ireland as an
escape valve for public sector difficulties, in that private services dilérfglwhat should be
essential elements of a good quality public system for young adiilisdiabetes. Some
young adults feel that they have to pay to gain access to basrces (such as an
opportunity to talk to a consultant, to get their feet examined etced,that libertarian,
market-orientated principles [33] are a feature of Irish diabetedth services. This raises



major issues around equity, where good quality healthcare carmasa commodity to be
purchased by those who can afford it in an ‘age of auster#ifier than as a right, as was
enshrined in Ireland’s 2001 national health policy ‘Quality and Faitngkich said that
every patient in Ireland should experience fair access to a high standardnoéntea

How good is quality of care for young adults with dtabetes in Ireland?

A number of national and international recommendations outline the staradardse that
should be offered to people with Type 1 diabetes, including young atlidrish Diabetes
Expert Advisory Group [34] noted that all people with diabetesatamd should: receive
care that is person-centred; be able to access care and @uuocat location that is
convenient and acceptable to them; be able to access modern diatzetagement
technologies; be able to access psychological assessment andlemrAmerican Diabetes
Association [35] recommends that people with diabetes should have oppastunitie
participate in diabetes education programmes and should be screenpsglychosocial
distress. Specific guidelines for young adults with diabetes [1¥H baen developed that
state that professionals need to develop individualised care plansufog pdults, examine
their psychosocial needs, assess their day-to-day bardediabetes management and
establish continuity of care with them. These guidelines alsorm@end that healthcare
professionals should ideally see young adults every three monthdojd{diabetes specific
quality of care guidelines [36] indicate that good quality heatdhcshould increase the
likelihood of desired health outcomes, be accessible, safe, paeneéd and timely and
equitable (for example provide care that does not vary in qualityubecaf geographic
location, ability to pay etc.).

Assessed against these standards, quality of care for many, tpughmeans all, young
adults with diabetes in Ireland appears to be problematic. Thperigps not surprising;
Evans et al. [37] note that in many parts of Ireland diabetesseems to be provided in spite
of the Irish health care system, rather than because of ity Idervices, even specialist
services, appear to be seeing young adults only once or twiceara Gare is often
discontinuous from appointment to appointment. Many young adults are natdotfasy
access to diabetes education programmes or to diabetes managemeoibgies, simply as
a result of finding themselves attending the ‘wrong’ servicehm ‘tvrong’ part of the
country. This rural-urban inequity (which may be a proxy for spec@distre-non-specialist
centre inequity) is of concern, not least because geographic mhidisn of care is
associated with poor outcomes in people with diabetes [38] and poinfghemamenon that
has broader relevance internationally [39]. Bernard et al. [40] matiein an equitable
system, resources should be equally accessible to all patieltdaid, resources for young
adults with diabetes appear to be unequally distributed. Young adultdeoatddublin and
other large urban regions such as Galway who do not have easytacspssialist diabetes
centres appear to be at a significant disadvantage. This disadvantatgive rather than
absolute [41] (young adults outside of Dublin still have health sesving it is there. This is
a failure to provide accessible care of the highest qualitslltyoung adults. It is also a
significant missed opportunity [9] given that good quality of calevered at this time of life
may have significant benefits for individuals with Type 1 diabetes.



Potential solutions to quality of care problems

Addressing the identified quality of care issues could be dorevara ways. One would be
to introduce specialist young adult clinics to all diabetes healtrices, and enable young
adults up to thirty years of age to attend these clinics. Another would be torttarstare of
uncomplicated patients with Type 2 diabetes to primary cageinfy up more specialized
staff to work with patients with Type 1 diabetes. A third would destisure that senior
Endocrinologists take a hands-on supervisory role in the care gfoaflg adults with
diabetes.

The truth is that most of the responses needed require additionalcessaaora state where
further significant cuts to the national health budget are bé&émganded by international
lenders [42]. For example, there is a need for more Endocrinologibetds nurse and allied
health professional posts to be funded; and staff salaries, in Ir@taaldewhere, represent
the greatest cost (circa 70%) of the national health budget. Caasgylspecialist diabetes
services in Ireland are, ‘between a rock and a hard place’, nagioley makers will be
faced by the need to manage difficult trade-offs in the diftedlenensions of quality of care.
There is clearly a need to provide a comprehensive range of sgies@bices to young
adults with diabetes, as they transition out of early adulthood, whithcewflict in a
resource-shrinking health system with the need to ensure dxlityskir those living in rural
areas.

Satisfaction with services

One striking feature of young adults’ accounts was the high Iefedatisfaction that they
had with health services, even when they also identified problents tiaise services.
Williams et al. [43] note that how patients arrive at an ovenadlluation of health services
can be complex, and that many expressions of satisfaction eslthhservices can hide a
variety of negative experiences. When users evaluate a sémelgeare guided by beliefs
about what the service should and should not do (what Williams et at. teefas the
perceivedduty of the service) and whether or not the service is at faitilisiunable to do the
things that it should do (what Williams et al. refer to asctiipability of the service). There
may be only be a weak connection between an individuals’ experieacsenvice and how
they evaluate it. In these terms, some young adults in thig flidhat services were failing
in their duty of care, for example by not providing easy aceessrisultants; though in other
respects young adults felt that services (or individual membighenwhose services) were
exceeding their duty of care, for example by establishing suppoelatonships with young
adults. Even where services were believed to be failing in doéy, however, young adults
mostly believed that these services were not culpable for thiéisgs. Instead young adults
often blamed the Irish government, or the more general internaticorabm®ic environment,
for problems with Irish diabetes services.

Strengths and limitations

The strengths of the study include a large qualitative sampde the inclusion of the
perspectives of both patients and professionals. Limitations of the isttldde the fact that
young adults took part in the study were clearly highly educatetl economically
advantaged (as demonstrated by their high levels of private Inealtlance); the majority of
them also attended specialist settings in large urban amddsad reasonably good diabetes
control. Despite their criticisms of Irish services, these goadults may have in fact been



obtaining the best quality care that is available in Ireland. Baael al. [13] note that
individuals with diabetes who do not have health insurance and haelessgion are more
likely to experience worse quality of care [13]. It may welldnbeen that if we had recruited
more young adults from non-specialist settings (especially setings) who had less
education and were more economically disadvantaged, the quality ofssaes reported
would have been worse. It must be noted as well that the majorityowrig adult
interviewees were female. However gender did not seem to appdemvé a significant
impact on the Types of data that were generated by the projest of the themes in this
study (long waiting times, discontinuous care) would seem to appgi¢o all young adults,
whether or not they are men or women.

Additional articles from the same study

We have published three additional articles from this study. Tétedfgtails our experiences
of recruiting young adults through Facebook [44]. The second article epqilpres the
experiences of young adults with Type 1 diabetes who have comotlnd desorders, and
the third [46] investigates causes of psychological distress in young adbltiabetes.

Conclusion

This study investigated quality of care for young adults widibelies in Ireland. It found that
there were some excellent individual health services and diateédésd policies in Ireland,
such as the provision of free insulin and free diabetes medicineutty yadult patients.
However overall the findings are concerning and suggest that hsatbm problems —
accentuated by recent national austerity measures — are underminifgafuzre for young
adults with diabetes in Ireland. This will likely increase tis& of Irish young adults with
diabetes experiencing negative long-term outcomes, with the aitetway-term cost-
implications that will stem from such outcomes. Further quaivitaesearch is needed to
ascertain how representative the findings of this study are imishecontext. More research
that is non-specific to Ireland is needed on quality of careighaffered to young men with
Type 1 diabetes in their late twenties, as well as to young e@edf@nding non-specialist
settings those who are from disadvantaged backgrounds.
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