TYPE 2 SURVEY

Type 2 Voices Survey

After joining an online support group for people with Type 2
diabetes, Valerie Humphries felt it would be a good idea to further
explore people’s experiences. Interview by: Deborah Condon

espite a family history of Type 2 dia-

betes, Valerie Humphries was still
shocked to develop the condition in her
mid-60s. She was further shocked about
the lack of information available to her
when she was diagnosed, prompting her
to carry out a survey to try to find out
more about other people’s experiences.

Prior to her diagnosis almost five years
ago, the retired special needs teacher,
who lives in Dublin, recalls that she
would fall asleep very easily.

“It was actually quite embarrassing if
it happened in the cinema or concerts
or plays — things | really wanted to stay
awake for,” she says.

One day, while bringing her husband
to a hospital appointment, she fainted
and ended up in the emergency depart-
ment. As her blood glucose level was
quite high, she was advised to go to her
GP and get checked for diabetes.

“It should have been no surprise — my
dad was diagnosed at 45 and my mam
was diagnosed in her mid-70s. But at the
same time, it was still a shock that your
body, which has worked in a particular
way for years and years, is suddenly not
doing what you expect it to do. So even
though I always knew Type 2 diabetes
was possible, it was still a surprise,” she
admits.

While the development of Type 2 dia-
betes is often associated with excess
weight and a sedentary lifestyle, Valerie
points out that this did not apply to her.

" was always very aware that before
my dad was diagnosed, he had put on
a large amount of weight, so | always
tended to watch my weight and not get
too heavy,” she explains.

She also notes that when her father
was diagnosed in the 1960s, he was
given a diet sheet to follow. The whole
family ended up following that, so her
diet was always relatively healthy, “but |
still developed diabetes”.

When she was diagnosed by her GP,
she was put on medication and was
referred to hospital.

“What | needed medically was done,
but the hospital appointment wasn't
going to be for another six months. The
biggest challenge was that gap between
seeing the doctor and being told | had
diabetes and the hospital appointment —
there was no roadmap,” she notes.

She says she looked on the internet
and found out things like she could get
her eyes checked and she was eligible for
a Long-Term lliness book.

“Also, because | had been a special
needs teacher and had sat in on many
home economics classes, | understood
about carbs and protein, but it got me
thinking, what do you do if you don't
have that knowledge, or if you don't
have access to the internet or aren‘t
very good on it? | was aware that | could
understand it, but it occurred to me that
a lot of people could be left high and
dry,” she says.

While her diabetes is very well con-
trolled now, she believes this is easier
because she is very active in her
retirement.

"1t would be much more difficult if |
was working or if | became more seden-
tary or sick — it's not plain sailing,” she
insists.

Valerie joined a private Facebook
group for people with diabetes. She
noticed that people who joined after a
Type 2 diagnosis often said they did not
know what to do, “or they asked ques-
tions that showed they did not know
what to do”.

She expressed concern about this and
Grainne Flynn, who had been running
the group for some time, got in touch
with her to say this was something she
was worried about as well.

“If you have Type 1 diabetes, you go
to hospital fairly quickly and you get the
supports that you need, whereas if you
have Type 2, you may only or mostly be
seeing your GP and you can feel quite
isolated.

“| felt I had little idea about the lived
experience of other people with Type 2,
so myself and Grainne decided to under-
take a survey to find out more. We were
trying to see whether people’s responses
bore out what we thought was happen-
ing,” she explains.

Valerie acknowledges that this was not
an official survey and those who took
part “are probably people who wanted
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to get something off their chest”.
However, the results certainly reflected
her experience of dealing with a Type 2
diagnosis.

Survey

With promotional support from
Diabetes Ireland, the survey was com-
pleted by participants between autumn
2020 and summer 2021. An analysis of
the replies from 89 respondents nation-
wide revealed that 54% were from
Leinster, 26% from Munster, 12% from
Connacht and 8% from Ulster. Overall,
72% of respondents were aged 46 or
older and just over half had been diag-
nosed since 2016.

Some 70% of respondents said they
were on oral medication for their diabe-
tes, 16% were using insulin, while 14%
controlled the condition with diet and
exercise.

The survey revealed that over half of
respondents were originally diagnosed
by their GP after attending because they
felt unwell or had a different condition
that required attention. A significant
number noted that their diabetes was
discovered as a result of routine blood
tests or medical assessments for work/
insurance.

Valerie says this finding really stood
out to her and highlights the value of
regular blood tests by your GP or testing
in the community by organisations such
as Diabetes Ireland.

When asked how they felt about the
diagnosis, many reported a negative
reaction. The most common reactions
were shock, horror and fear. A small
number admitted they were angry with
themselves and their bodies.

Just 7% said they were not surprised
about the diagnosis.

When asked about their family’s reac-
tion, the response was varied, ranging
from helpful and understanding to wor-
ried, shocked and upset.

When it came to the information the
respondents were provided with at the
time of diagnosis, there appeared to
be major gaps. Some 32% said they
received no information at the time
of diagnosis on ways to manage their
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diabetes, while this figure rose to 40%
among those diagnosed between 2016
and 2021.

When asked if they were told about
the Long-Term lliness Scheme, which
allows people to obtain diabetes-related
medicines for free, 62% said they were
not, although this fell to 40% among
those diagnosed between 2016 and

2021.
@

Participants were also asked if they
had received any information on man-
aging their blood pressure at the time
of their diagnosis, however, 73% had
not. When asked if they were given any
information about caring for their feet
or told about the importance of having
their feet examined annually, 53% said
they were not.

The results were better when it came to
the eye screening programme, Diabetic
RetinaScreen, with 63% of respondents
stating that they were given information
about this at the time of diagnosis. This
increased to 70% for those diagnosed
between 2016 and 2021.

“Going back to this idea of a road-
map, | think people should be leaving the
doctor’s surgery or their pharmacy with
something in their hand, like an informa-
tion leaflet, telling them what supports
they can get and what things they should
be trying to do,” Valerie noted.
Personal experiences

When asked if they speak about their
diabetes with their family or friends,
while 40% of respondents said yes, 30%
said they did not and 30% said they did
so only sometimes/rarely. Responses to
this question included:

— “Sometimes | hate talking about it. |
am still in denial”

— “I would but they never ask. They
don’t understand it”

— “l only talk to immediate family. |
don’t talk to others. | feel they are judg-
ing me”.

Valerie says there appears to be a
stigma attached to Type 2 diabetes, with
some people choosing not to talk about
the condition for fear of being blamed
or judged.

“People will say to me, ‘but you are
slim, how can you be diabetic?’ During
the last election campaign, | was speak-
ing to one of the election candidates
about diabetes services and mentioned
| had Type 2 diabetes. He said to me,
‘you can’t be diabetic, you are slim’ and
then he followed that up with ‘well you
don't have to be diabetic’. | asked what
he meant and he told me I can ‘cure it by
eating in the right way’.

“This idea permeates that if you are
diabetic, you are overweight and you
haven't eaten very well,” she notes.

She emphasises that there is so much
more to it, with issues such as lack of
education about food and eating on a
limited budget also playing a big role.

“That blame game becomes doubly
worrying if you are somebody who is
trying to manage your diabetes on a lim-
ited income - it may actually be incredibly
difficult,” she points out.

Not surprisingly, the survey also found
that people with Type 2 diabetes have
many concerns about potential com-
plications. Going blind or other eye
problems appeared to be the most
common concern, with other worries
including heart problems, amputation
and kidney damage.

Comments about this included:

— “I worry about losing my sight or
having an amputation like my nan”

— “I worry about not seeing my chil-
dren grow up”

— “I worry about having a heart
attack”.

Valerie says she would like the Type 2
diabetes community to have a greater
voice and says people are welcome to
share their comments, stories or experi-
ences at type2voices@gmail.com

“The Type 1 community seems to be
quite cohesive and united, whereas the
Type 2 community is quite different. It
would be really good to continue the
dialogue on this topic,” she adds.



