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| NTRODUCTI ON: The prelimnary findings on ageing with diabetes are

froma w der study on ageing with disability. The study is exam ning
the experiences of people with a wide variety of l|ong-term (defined

as 20 plus years) physical disabilities or disabling illnesses who
are now also experiencing the ageing process. These include the
foll ow ng; - Di abet es; Pol i o; Mul tiple Scl erosi s; Scol i osi s;

Par ki nsons Di sease; Anputations; Arthritis.

The survey is an independent enquiry funded by the Joseph Rowntree

Foundation and wll Jlead to the publication of a nmmjor report
directed at policy makers, service professionals and voluntary
organi sations. The report wll aim to increase awareness of how
people who are ageing with a disability view their own needs, and
what kind of support services they would |like to see devel oped. W
hope this will also lead to inprovenents in service provision.

We are also keen that issues raised by the study should be made
avai lable to and discussed with the relevant voluntary organisations
whose nenbers have volunteered to participate in the research so that
they can utilise this information in their own work.

This docunent contains a selection of quotes from nenbers of the
British Diabetic Association who have contacted the project in
response to the request for volunteers in the Septenber 1990 issue of
'Bal ance'. These quotes have been organi sed under the follow ng broad
headi ngs which reflect the issues nost comonly raised by nenbers; -

Concern about agei ng/ Need for research;

Physi cal and health problens associated with ageing;
The introduction of human insulin;

Heal t h services/ health care;

Practi cal / personal support needs;

Each section contains a summry of the main issues raised and (where
appropriate) the possible inplications for BDA and others. This is
foll owed by a selection of nmenbers quotes, from which the reader nay
obviously draw further conclusions and insights based on their
specific interests in the materi al

THE RESPONDENTS: To date we have been contacted by 72 nenbers of
BDA; 6 of these have already been interviewed, either in person or by
tel ephone, and it is hoped to conplete interviews with a total of
around 25. O the remni nder, some have already sent witten or taped
accounts of their experiences; extracts from these have been included
with the other data contained in this docunent. Altogether accounts
(some short, sonme very detailed) have been received from a total of
54 out of the 72 people who originally contacted us. The average age
of these respondents is 63, with the youngest being 40 and the ol dest




aged 86. They have had diabetes (insulin dependent) for between 23
and 62 years, wth the average being 39 years. (This includes 6
respondents who have had di abetes for over 50 years, 3 of whom we
know are Nabarro nedal holders). 53% are nmen and 47% wonen.



CONCERN ABOUT AGEI NG\ NEED FOR RESEARCH

The large response we have had from people with |ong-term diabetes
i ndi cates the consi derabl e concern about ageing and the need for nore
research of this kind. As the selection of quotes under this heading
from nmenbers illustrates, there are several dinensions to this
concern; -

* Many people who have contacted us are concerned about the w de
variety of physical and health problens they have experienced with
ageing and feel that nore should be done to investigate why these
probl ens are occurring and what, if anything, can be done to renedy,
or at least mnimse, the effects. Related to this, there is concern
that there is very little research on separating out the effects of
agei ng and the |long-term consequences of diabetes itself and/or |ong-
term use of insulin.

* Even where people have not yet experienced ant significant
probl ens, sonme are anxious about what nmay happen when they are ol der.
Those who have other diabetics in the famly are, not surprisingly,
anxious that there relatives mght avoid the problens they have
experienced; others are sinply concerned for the sake of future
generations of diabetics.

* Whi I st nmedical research is obviously inportant, many people
clearly feel that there has been a marked lack of attention paid to
the long-term inmplications of 1living with diabetes in terms of
quality of life issues and practical/personal support needs. As the

guotes highlight, some people have been waiting for a long time for
soneone to undertake a study of this kind. W are very conscious of
the fact that, in undertaking the study, we have raised people's
expectations that the issues they are concerned about will now be
given a higher profile. Whilst the study will hopefully be able to
nmeet sone of these expectations, ‘there is a clear need for
organi sations |like BDA to take this further and incorporate nenbers
concerns into their own worKk.

CONCERN ABOUT AGEI NG\ NEED FOR RESEARCH ( QUOTES)

"l have read with great interest of your survey, and would very nuch
like to help in whatever way | can - for far too long | have felt
this particular aspect of research has been neglected.” (1D 248)

“I'm scared to death of what's going to happen to ne. I'm living by
the skin of ny teeth - | really am™ (ID 174)

"1 have had diabetes for 30 years. Also one of ny sisters has had it
35 years and ny brother 27 years. We all are experiencing the ageing
process and are apprehensive of the future. Qur father had diabetes
for 43 years, and when he died he had | ost nost of his sight and had
had both | egs anputated bel ow the knee. So, naturally we wonder what
the future holds for us.” (ID 280)

"1 have been an insulin dependent diabetic since 1961 and am now aged
36. | have seen many changes in diabetic care over the years and am
aware of the conplications |I my be prone to in future years.” (ID
240)



"There's too nmuch enphasis on sinply researching the causes of

di abetes. I'm not saying that isn't inportant, but there's not enough
attention being paid to long term treatnment and support. |I'm at a
st age now where no-one has ever trod before. For exanple, |'m worried
about the possibility of blindness. | have had |aser treatnent but -
the thing nobody seens able to tell me - is about the possibility of
regression and what | can do about that for nyself to control the
situation. It's inportant that these things are |ooked into

t horoughly because, it's only been started in the last 5 or 6 years,
and nobody knows about the possible long termeffects.” (ID 254)

"Some of the doctors at the main diabetic hospital | attend
(Addenbr ookes) have never heard of sone of the conplications people
are getting with diabetes. O, at |east, they have never heard of

them in the past. In the last few years they do seem to be nore
aware, but | don't think they know enough about why these things are
happening. | nean, the nost difficult question is whether or not it's

due to nore ageing diabetics experiencing a wder variety of
probl ens, or whether these are also down to human insulin.” (ID 254)

"I think it's very inportant to have a study like this because, in
t he past, even when there has been research no-one ever seens to have
bothered to find out how people with diabetes really feel about their
lives and all the little ways it can effect you. You need to put the

research in a wider context, so |I think it's very good that you are
trying to do that. It's no good if these researchers conme along and
don't listen to what people are telling them So many of them are
blinkered in ny opinion - they don't open thenselves up to their

subject.” (1D 254)

"1 should be happy to participate in order to assist fellow diabetics
and others. | am 66 years old and have been an insulin dependent
di abetic for 27 years. | have been fortunate so far in escaping sone
of the unpl easant secondary effects - all the nore reason to assist.”
(1D 112)

"1've had uncontrolled diabetes for the last 15 years - possibly
| onger. A couple of years ago | had gangrene in my foot which had to
be anmputated. | was in hospital for 8 nonths. Now, it's conpletely
finished me - ny life is over. |I'm dreading the future - [|I'm taking
no chances. | don't go anywhere - | no |onger enjoy life." (1D 089)

"1 would be pleased to help you in your survey, as it would be of
great interest to ne as well as yourself.” (1D 167)

"My wife and | have | ong been anxious to reveal ny history to soneone
to whom t he know edge woul d be of use, but until now w thout success.
| would be nbst willing to take part in your survey, especially as
our son has now been di agnosed and | am anxi ous he should not have ny
probl ens. So, best w shes to your project, | hope |I can help.” (ID
198)

"Obviously, the nedical profession should be trying to find out nore
about these things (ageing). But, the thing is that it's hard to know
who is going to do it - nobody seenms to show very nuch interest. "
(1 D094)



PHYSI CAL CHANGES/ PROBLEMS EXPERI ENCED W TH AGEI NG

Members have reported a wde variety of physical and health
probl ens/ changes experienced wth ageing. Some of those comonly
experienced (eg. arthritis) may well be associated with the 'nornmal’
agei ng process (although there is no universal agreenment about what
normal ageing actually entails); at the sanme tine, there are a nunber
of probl ens/changes which seem to be related nmuch nore specifically
to long-term di abetes. As nmentioned earlier, several people felt that
there is a need for nore work on separating out the consequences of
agei ng and di abetes with a view to (hopefully) being able to prevent

or mtigate some of the problens experienced. Clearly, until nore is
known and understood about the |ong-term consequences of diabetes, it
will be difficult for the nmedical profession to develop appropriate

medi cal interventions. Qut of the 54 people who have given relevant
information to date, 51 have specified one or nore physical
probl ens/ changes, whilst 3 people reported that they have not
experi enced any. A breakdown is given bel ow -

PROBLEM CHANGE PERCENTAGE (Base = 54)

Bl i ndness 19%

Probl ens with eyesight (not blindness) 19%

Arthritis 17%

Coronary failure 13%

Reduced nmobility 13%
Over/under active thyroid 11%

Hypogl ycaen a 11%

Unst abl e di abetes 10%

Peri pheral neuropathy 8%

Ki dney di sease 8%

Car pal Tunnel Syndrone/ U nar Nerve Conpression 6%

Circul atory probl ens 6%

Reduced energy | evel s/fatigue 6%

Angi na 6%

Amput at i ons 6%

No physical/health probl ens 6%

OTHERS (Al less than 5%:- Anaem a; Hearing problens; Blocked
arteries; Miscular Dystrophy; Manthenia Gravis; Viral infections;

Hi gh bl ood pressure; Skin damage; Communication disorders; Sciatica,;
St roke

* As m ght have been expected, the two nost common physical problens
experienced are inpaired vision and blindness. The availability of
| aser treatnment in the last 10 years may well help to reduce the
i ncidence of blindness anobngst diabetics in the future. At the sane
time, those who have had this treatnment have reported m xed
experiences (see section on health care) which suggests this may not
be a universal sol ution.

* Whilst it would be unwise to draw anything other than very
tentative conclusions from a sanple of this size, there are a nunber
of probl ens/changes which appear to be <closely associated wth
di abetes which should be highlighted for further investigation. For
exanpl e, over 10% of this sanple reported experiencing the onset of
hypogl ycaem a, or an increase in severity of hypoglycaem a in ol der



age; a simlar proportion reported that their diabetes had becone
nore unstable or 'brittle' when they were older. People who have
reported such changes usually feel that not enough is known about why
this occurs and what, if anything, they can do about it.

* Over 10% have also reported experiencing over or under active
thyroid conditions which may be worth further investigation. It
shoul d al so be noted that this appears to be a particular problemfor
women in their 40's rather than for nmen (although not exclusively
S0).

* The incidence of Peripheral Neuropathy, U nar Nerve Conpression
and linb anputations are also perhaps slightly higher than m ght be
expected anongst the general ageing population (although, as
mentioned earlier, it wll be very difficult to establish whether or
not there is any link with diabetes itself w thout detailed clinica
research).

* Some of the npbst common probl enms/ changes reported are also very
preval ent anongst the general ageing population (eg. arthritis,
coronary problens and reduced nmobility). As the quotes from
respondents illustrate, however, the effects of these when conbined
with pre-existing diabetes related conditions are often cunul ative,
and can have significant consequences for the quality of individuals
lives. There are also inplications for the provision of practical
support which are discussed further bel ow.

PHYSI CAL CHANGES/ PROBLEMS EXPERI ENCED W TH AGEI NG ( QUOTES)

"1 have been a diabetic since 1945. | have all ny linbs, arthritis,
poor feet, and need glasses. | amrecovering froma very mld stroke
fromlast July, fromwhich ny right arm and shoul der are getting nore
mobile.” (1D 236)

"l am 70 years old, have been an insulin dependent diabetic for 40
years. | also have angina, sciatica, an underactive thyroid, and have
had two heart attacks." (1D 227)

"1 have had diabetes for 23 years. | have devel oped osteo arthritis,
whi ch the doctors have told me is the ageing process. | have this in
my wists and feet. As | have got older, the effects of the diabetes
have got worse."” (ID 115)

“It's like driving a car wth the handbrake on. [It's a hidden
illness, but it is a depressing and a conplex illness - and it gets
worse the |onger you go on. It's really nmessing ne up. ... | still
find it very difficult to cope, but it's rmuch harder now that |'m 50.
You talk about the quality of Ilife - it's getting poorer all the
time." (1D 162)

"l am having turns nmore than | used to. | don't get any warning at
all. My diabetes is getting - how can |I put it - it's getting nore

brittle.” (ID 162)

"The big problem |I've had recently is with this Sharko joint. Now,
there hasn't been any prevalence of this anmobngst diabetics up until
the last 5 or 6 years. | think it's been caused by the change to



Human Insulin - but that's only ny opinion. There should be research
on why these changes happen.” (ID 254)

"You ask about the effects of ageing with diabetes. These, in ny
experience, are briefly as foll ows; -

1) Difficulty in healing any mnor cut. Eye infections |ike
conjunctivitis, even with the appropriate nedicanent, remain
extrenely obstinate. Also, ear boils. One has periods when one is
much nore vul nerable, inexplicably, to anything - even if generally

very healthy, which I am

2) No feeling whatsoever, and total wunawareness of hypoglycaem a
devel opi ng.

3) An inability to get ny words in order before | speak, and a
certain hesitant slowness - coordination is lacking. | get over this
by thinking out exactly what | want, then saying so briefly, or

eating a Dextrosol tablet (3) beforehand.

4) A lack of feeling in the right foot, and nunbness, even when
actively walking. This does not occur all the time however. An
intermttent lack of feeling from the chest to the legs at tines
maki ng for an uncoordi nated, disjointed sense.

5) A much greater sensitivity to certain foods, such as red neat. (I
have never been able to eat pork w thout sickness - because it is too
fatty).

6) More need for |onger periods of sleep. General slow ng down, and
| ess stami na. However, | am active physically - provided | stop at
times for a rest.

7) Even on holiday when I'm doing nothing | tend to becone
hypogl ycaem c in spite of followng all the classic basic rules. This
is becom ng nore marked." (1D 248)

"There is one noticeable change |'ve had with ageing. | had an
operation on nmy thyroid gland which, at that time, was overactive
Then, when | was about 40, it reversed itself and now the thyroid is

underactive. | think this is a problem for diabetics - particularly
for wonmen, because |'ve heard of quite a few wonen having this
problem So, | think it would be useful if there was sone kind of

i nvestigation into why sonmething |ike that should happen.” (1D 093)

"In 1981 (20 years after onset\age 49) problenms with an overactive
thyroid gland snote nme, and following treatnment wth radioactive
i odine, needed thyroxine therapy. During 1982 diabetic retinopathy

made frequent |aser treatnment necessary and | |ost the use of ny
right eye. In 1983 | had to take early retirement on the grounds of
il health - plagued by hypoglycaem a which continues to this day -
it's very brittle. In 1985 mnmy vision was restored following an

operation at Moorfield s.” (1D 158)

"1 am aged al nbst 65 and have had diabetes for alnpost 30 years. |



have been on insulin all that time - first on one injection a day,
then two m xed doses. For the past 5 years | have had an insulin
punp. Despite great care | have always suffered from severe hypos and
| ong periods on unconsciousness as | never get any warning of |ow
bl ood sugar. | also suffer from a very rare type of nuscular
dystrophy - Motonia Congenita - which is made nuch worse by being
cold, so the two conplaints do not help each other. Recently | have
al so had arthritis.” (1D 168)

“Although I amonly 40 | have suffered from di abetes for 28 years. In
addition to this | am a registered blind person, despite three years
of extensive l|laser treatnent and a vitrectony operation earlier this
year. | also have kidney failure and am at present receiving dialysis
treatment under St. Bartholomew s hospital (CAPD). | am on the
waiting list for a kidney transplant and am also taking nedication
for a hypothyroid condition. I am fairly restricted as far as trave
is concerned, and | have been forced to take early retirement.” (ID
171)

"l have had diabetes for 31 years and am 52 years of age. | have
found that in my case, it is not so nmuch the problenms of the origina
conpl aint but the other disorders which seemto conme with ageing with
di abetes - such as failing eyesight, fluid on the Ilungs, Iliver
function tests not being correct, etc.” (1D 178)

"When | started with diabetes at the age of 15, | was determ ned to
prove that diabetics could do anything that non-diabetics could, and
that it would be no handi cap. Over 32 years l|later, after a series of

| aser treatnment, | have realised that diabetes does rule ones life
and increasingly so as one ages. | would be only too pleased to
further research if I can.” (1D 180)

"l am a 62 year old diabetic. | also suffer with Di abetic Periphera
Neuropathy in ny feet and legs, and also have arthritis and high
bl ood pressure. I amunable to work." (1D 191)

"During the last 20 years | have progressed through blindness; rena

mal function - awaiting CAPD; vascul ar danage - now i noperabl e because
a heart condition nmakes me unsuitable for anaesthetic unless vital
neuropathy - faltering mobility - an unbal anced stance - nocturna
di arrhoea; neurological disorders - have not got the know edge to
di stance these from neuropathy but have included carpel tunnel
conpressi on and ul nar nerve conpression; and as though that were not
enough | have now devel oped inpaired hearing and perhaps tinnitus."
(1D 198)

"I am 70 now - ny interests through the nedium of radio, are sport
and current affairs. The winter is a problem to me - nmy nornmal
tenperature is one or two degrees below average. Neuropathy has
effected my nuscles - first noticeable as palsy in the hands - making
anything needing use of grip very difficult. As a result of the
operations on ny arnms at the National Hospital for Nervous Diseases
(U nar Transposition and Carpel Tunnel Decongestion) reactions are
not always as | expect and this makes ne appear clumsy and can nake
me inpatient with nyself. Walking is a problem due to vascular and
neuropat hic conditions and blindness.” (ID 198)

"After the nmenopause when | was 50, | developed eye trouble and had



cataracts removed from both eyes. The conplication of glycocaen a

started in both eyes after this and then | had a severe detached
retina which resulted in blindness in ny left eye. The right eye
whi ch was always the weaker of the two becane blind as well. | also
have rubiosis. |1 was registered blind in 1981. | have been on

Meltroxin tablets for the past 4 or 5 years because of an underactive
thyroid. | had a slight fall in 1984 which resulted in a double break

and a pin was inserted a year or so later. I've also had a coronary
since then. A few years later, in a fall, | fractured ny pelvis and
danmaged my shoulders and ribs. Now, | have a very brittle diabetes

and my main conplaint is tiredness and feeling weak." (1D 211)

"l got severe pains in nmy legs on rising in the nornings. Going up or
down stairs becane problematic and | used ny bottom instead. | also
di scovered that | was suffering from angina. Also, eye problens
started to occur - but, thank goodness for |aser beam treatnent. By
this time the leg problenms were very nuch worse, but | still mnaged
to wal k a short distance. |'m now getting severe problens wth hands
and arns, and virtually unable to walk, have had operations for
frozen shoul der, trapped nerve in the elbow - which needed the nerve
nmoving to another part of the el bow, Carpel Tunnel Syndrome in both
hands, and now have very bent fingers. Sonme days | can hardly hold a
pen or fasten buttons etc. but, | am very pleased to say that ny
eyesi ght has remained fairly steady." (1D 137)

"1 have always been diagnosed as brittle and although |I take the Novo
Il and U trataved | cannot bal ance nmy night/nmorning blood. | have had
| aser treatnment on one eye and of l|ate, ny consultant has discovered
protein in the urine. Two years ago (22 years after onset\age 32) it
was found that my thyroid gland no |onger works, and a few nonths
ago, that | have anaem a. Not bad at the age of 34. | feel like a
chem sts shop these days!" (1D 136)

"My husband - has been an insulin dependent diabetic for 49 years.
Over the years he has had numerous problens. At the age of 21 he
lived in the l|ocal hospital, com ng home only at weekends. When the
di abetes was stabilised, other problens arose. He was admtted to
hospital 7 times wth chest trouble. Then, he has undergone 3
operations on his eyes - first cataracts, then for a detached retina.

This was unsuccessful, and he now goes for laser treatnent to stop
himlosing the sight of his left eye. In 1984 (43 years after onset)
he suffered a heart attack. Then, in 1985, cardiac arrest after an

operation. In 1987 he had his left kidney removed which was badly
di seased. Over the years his health has steadily got worse, and he
uses a wheelchair to get about now. He suffers bad circulation in the
| egs, and his hands are badly swollen and he is unable to straighten
his fingers.” (1D 154)

"1 was obliged to conme off shift work in order to remain diabetically

stable (24 years after onset). Medically, | was operated on for a
twisted colon in 1983 (28 years after onset), and suffered a very
slight heart attack two years later. | have mld Atheroma, and have
suffered from depression. My eyesight is declining but | am assured

that this is a result of age rather than diabetes.” (ID 153)



HUMAN | NSULI N

The change from bovine and porcine to human insulin has been a mgjor
issue for mny long-term diabetics, the mpjority of whom have
reported a nunber of problenms which clearly demand further
investigation. For the BDA, there is likely to be an increasing
demand from menbers for advice and information about this issue, as
wel |l as for support for individuals who have experienced serious side
effects which - as far as they are concerned - are a direct result of
the change to human insulin. For the pharmaceutical conpanies
supplying insulins and the nedical profession, the main inplications
of the experiences reported would seemto be that there is an urgent
need for further testing of human insulin on a w der range of users,
and nore research on possible side effects. The npst comonly
reported experiences and views on the wuse of human insulin are
summari sed as foll ows; -

* A large proportion of nenbers who have contacted us have reported
that, since changing to human insulin, they no |onger have any
war ni ng of hypos. Sone also reported that they now take |onger to
cone out of hypos. Apart from the obvious distress and anxiety which
this can cause, sone people were also very concerned that this can
actually be life threatening if attacks occur during sleep and/or if
i ndi vidual s are on their own when they | ose consciousness.

* Apart from change in the onset of hypos, several people reported
experiencing various nore general side effects (some serious) since
changing to human insulin (eg. energy loss; inpaired vision; nausea;
intestinal disorders). Again, nenbers feel that there should be nore
research on the causes of such problenms in order to establish if, and
in what way, they are connected to the use of human insulin, and what
remedi al / preventative action may be possi bl e.

* Several people are also concerned that they are rarely warned of
any possible side effects of human insulin (although a few had
received such warnings). A few individuals also suggested that both
t he nedical profession and BDA have in fact known about the problens
experienced by long-term diabetics for sonme tine, but have been
reluctant to pass this information on.

*  Sonme respondents pointed out that, older people may be much nore
prone to the problenms experienced with human insulin than younger
people, as their bodies were already adjusted to the insulins they
had been taking for 30 or 40 - hence, the negative reaction follow ng
t he change to human insulin.

* A few people have now reverted back to bovine or porcine insulin
(some at their own expense); unfortunately, there are also others who
wanted to do so, but reported that their doctors would not agree to
this.

* Clearly, many nmenbers feel that human insulin should have been
tested much nore thoroughly - particularly on |ong-term diabetics -
before it becane so wdely prescribed. Mre generally, severa
menbers feel that there should be w der consultation with insulin
users when any such changes in treatnent and control are
cont enpl at ed.



HUMAN | NSULI N ( QUOTES)

"1 began having problens obtaining the type of insulin | required, so
| returned to my GP. Another doctor in the practice advised nme to
visit the |local hospital and see another diabetic specialist. He
exam ned me at the hospital and put ne on to Human Actrophane insulin
100cc which | am still using at the present tine, taking a dosage of
36 units per day. He (the specialist) warned nme | m ght have probl ens
with this insulin but so far | have not encountered any." (1D 261)

"1 feel it would help if manufacturers of insulin would advertise the
fact nore widely if any type of insulin is being taken off the

mar ket. After all, insulin is the life line for many diabetics |ike
mysel f. When one finds certain types of insulin cannot be obtained it
certainly does not nake |life any easier to bear, | can vouch for

that." (1D 261)

"l was an outpatient at the old Addenbrookes hospital and had a 12
monthly check-up at their <clinic. |1 was still stable and the
registrar (the specialist was on holiday) decided | should swtch
from soluble bovine to zinc protomaine insulin and thus, only take
one injection a day. That night | took ny shot and the follow ng day
| travelled to London for a neeting and, at 1lam | collapsed and was
taken to hospital by anbulance. | came out of hypo four hours |ater
and nmy wife informed my doctor of this. The doctor nearly blew up and
reported her comments to the specialist who in turn was livid and
di sm ssed his registrar. His statement at that time to nmy GP was -
nobody with any sense would alter a treatnent on any patient who had
been stable for so many years. This is the very practical reason why
| have fought for so long against a drastic changeover from sol uble
bovine or porcine insulins to these diabolical human insulins, which
are | have no doubt perfectly alright for later diabetics - up to
five years - but not for diabetics who have been dependent for over
25 years and whose systenms cannot and will not accept the shock of a
conplete change. ... to have to now be reduced to a sen -cabbage
because of some chemst's desire to change and make a nanme for
hi msel f, and for the pharmaceutical conpanies to mke a fortune out

of other people's msery is just not on. Wien | was on soluble
insulin, | hypoed but had warning enough to stop it getting out of
hand. In 47 years of working in industry |I did not have one day off
t hrough di abetes, but in the last 6 years | have blacked out whil st
driving, in trains, in restaurants, in stores, even at a wedding -

all wi thout one mnutes warning. The first one was five weeks after
t he changeover and was the first tinme in 45 years ny wife had to call
out a doctor to me as she could not bring nme round. It took ne three

days to get over that one. Since then |'ve had five sessions in
hospital. Major surgery to remove a growth from my stomach - the
surgeon said it was insulin induced. 1've also had three heart
attacks and now have a pacemaker fitted. | can only wal k a maxi num of
100 yards with difficulty. I no longer drive, and do not dine out for
fear of enbarrassing nmy famly and friends. So, life is not pleasant.
Thank God | still have an active mnd and still get a kick out of

life, but it's not a lot of fun for ny famly." (1D 174)

The main problemis - no feeling whatsoever and total unawareness
of hypogl ycaem a developing. | can be walking around with a blood



sugar of 2.9 or less and then collapse. | can't count how nmany tines
my husband and others have helped ne. For exanple, recently, ny
husband brought nme round with glucose during our evening neal, and |
had no idea anything untoward had happened. Four such attacks
occurred that evening. It is |like a telephone |ine which has been
bl ocked with white cotton wool. Sonetinmes, after a good hour, |
realise what mght be happening, reach for glucose and sone
carbohydrate, and get nyself out of the attack - but the brain has
had what has been described, | believe, as a white out.” (ID 248)

"1 have been a diabetic since 1947 - nearly 43 years. My age is 71.

must say that | had a bad tine this year. The new human insulin is
not the sane - you get no warning for a hypo or coma. The |ast one |
had - ny husband was on hand, but for tw days after | felt very
tired." (1D 273)

"The human insulin - it's not been tested enough. |'ve changed back
because of the problems | had with it." (1D 272)

"l only started having hypos since |'ve changed to human insulin.
There's a much nore rapid onset, it takes longer to get out of them
and they are deeper than any hypos 1've had before. It's very

worrying. Sone people mght be dying in the night because of going
into a coma and not com ng out of it again. There have been 5 cases
already and | think the nunber will only increase because it's such a
recent devel opnent. There really is an urgent need to look into this
for everyone's sake." (1D 254)

"The introduction of U100 and then Human Insulin have caused
problenms. | feel they have 'critical' tinms, and hypos are nore
sudden and severe." (1D 117)

"At long |last soneone is doing sonething to bring to light the plight
to which so many insulin dependent diabetics have been brought down
to. Also, at last one of the dailies is taking it up. The Daily
M rror brought out into the open what is happening to so many |ong
term di abetics by use of these damable human insulins |I was handed a
copy of this article and rang the BDA who rang nme back and told ne
that they had been inundated with calls since publication. I was also
told that - well at long |last you have been proved right. It's taken
me 6 or 7 years of battle and aggro with the NHS, the DHS, hospitals,
specialists and doctors, so it's a little satisfaction - but too |ate

for me. But, nmaybe sonme other poor devils will not have to suffer as
we have had to through |ack of thought, consultation and care.” (ID
174)

"Whilst my remarks may seem in some respects bitter - these are ny
own personal feelings regarding the treatnment nmeted out to ne (us)
over the past years. I'mfar fromalone in this as you will have seen

followwng the wite up on diabetics in the Daily Mrror. If the BDA
would only be honest wth you. You would be surprised at the
conplaints they have received for years now from |l ong term dependent
di abetics regarding their treatnent at the hands of the authorities
and specialists.” (ID 174)

"My last hypo was 5 years ago, having gone to bed showing a blood
sugar of 9. | knew when | returned honme that | was lucky to be alive,
and was sure that, had | been sleeping alone | would not still be



alive. So, every night before going to bed | ensure that ny blood
sugar is 11. Another point which may be of interest is the |ack of
war ni ng about mnmy need of sugar. Before |I went on to human insulin, |
used to get a sudden sharp headache, everything would blur and ny
hands woul d shake. Now, there's nothing."” (1D 189)

"Until 1987 ny diabetes was reasonably well controlled by Daonil,
Metformin and diet. In 1987 it was discovered that Daonil was not the
best control for elderly diabetics and human Monotard was prescri bed
with drastic results |leading to hospitalisation. | was nore confident
on Daonil." (1D 198)

"My husband has been suffering with diabetes for the past 25 years.
For many a year, whilst he was on the animal insulin, he was an
extrenely fit diabetic. This was stated by the doctors who cared for
him The eye specialist said he had wonderful eyes. Since the arrival
of human insulin - Actraphane - he has not been the same. He is now
suffering from arthritis, detached retina of both eyes, and
intestinal problems which has caused bl eeding and severe sickness. As
an addition, his tinnitus has got worse. W are, of course, well
aware that age may have sone bearing on these problems (he is 65
years of age). No doubt the long period he has suffered with diabetes
has a lot to do with these conplaints, and of course his diabetes

gets out of control when he is unwell. In fact, he had to retire 12
nont hs before time because of his illnesses.” (1D 221)

"l get low sugar very often. But, with human insulin which | take
now, | perhaps don't always know beforehand - so | have to be nore
careful.” (1D 216)

"During the last 5 years ny life has been a living hell. It all cones
back to this so called wonder insulin - this human insulin. It my be
alright for younger people, but older people like ne are suffering
unnecessarily. You see, new diabetics don't suffer the side effects,
but the ol der ones do. |'ve been 58 years on sol uble bovine insulin -

when your body has been used to that for so long, it doesn't take
kindly to the change.”™ (1D 174)

"l just can't use the human insulin - or if | do, I'"m going to have

to suffer for it. | have so nmuch trouble getting the old bovine

insulin though. I can still get it sone of the tinme, but | can only

get it on a licence - which costs ne 16 a week." (ID 174)

"1 have coped fairly well all these years, except | didn't seem to

keep well on human insulin, but I am now back on animal insulin." (ID

177)

"Over the years | have of course experienced hypos at various tines.

In the beginning they were easily recognisable with the sweating etc.
Now (after human insulin) | find that the onset of hypos is |ess

éééy to recognise. (ID 220)

"The new insulin is different. The main thing |I've noticed is that,
now, if you get any reaction you get no warning |like you used to. |
woul dn't say it's any better than the pork and beef insulin because -
(a) the reaction you get, and (b) I'm not even sure if it actually
works. | don't think it's too clever. Since |I've changed, the attacks
have becone nore unpredictable. You used to always get sone signs.



Now, you don't get any warning." (I1D094)

"1 don't know why they changed (to human insulin). |I'm not saying
it's dangerous, because | don't know that - but | don't think it's
been tested enough. It's no better than before anyway - that's

certain - so, why change?” (1D 162)



| MPLI CATI ONS FOR USE OF HEALTH SERVI CES\ HEALTH CARE PROVI SI ON

The experiences reported to us suggest that the provision of health
care for long-term diabetics is erratic and that, in general, there
is a lack of appreciation of the problems they face anongst the
medi cal profession;-

* Sone people reported having to attend upto 5 different clinics
(one individual was currently attending 10 separate clinics) for
various nedical/health problens and conditions they had experienced.
O hers (particularly those living away from |arge towns) conplained
about the lack of specialist clinics for diabetics. These problens
suggest there is a case to be nade for the rationalisation of out-
patient services for diabetics so that people can get access to
speci alist support, wthout the fragnentati on which appears to occur
currently.

* Both the numbers of different clinics sone people are attending,
and the fact that sonme people have to travel |long distances to obtain
speci alist advice, obviously have inplications for transport. A few
peopl e were concerned about the extra expense incurred through having
to attend so many different clinics and sonme (w thout cars) reported
finding it difficult to travel |ong distances to get to specialist
clinics.

* Sone nmenbers felt that there is a lack of routine check-ups for
di abetics, and that this aspect of long-term health care has declined
over recent years. On the other hand, there were a few individuals
who felt that check-ups were unnecessary. Nevertheless, it seens
clear that routine check-ups in specialist diabetic clinics should be
avai l abl e i f/when they are needed.

* Some people expressed the view that - apart from insulin and diet
- there is very little treatnent offered to |long-term diabetics, and
very |little understanding about the long-term effects of diabetes

anongst the nmedical profession. This, in turn, is a reflection of the
concern about the |lack of research discussed earlier.

* Simlarly, several people expressed varying degrees of concern
about the lack of advice from doctors about problenms they had

experienced wth ageing. In sone cases these were problens
specifically related to diabetes and/or insulin use; in others, these
were nore general problenms (eg. inpotence). Whatever the specific
nature of these problens, It does appear that the nedical
professional are not as supportive/understanding as people would
like. It is also significant that sonme individuals had actually

volunteered to participate in the study in the hope that we my be
able to advise them on the problens they had experienced because they
had been unable to obtain this support anywhere el se.

* Eight respondents reported having had |aser treatnment. Of these, 5
felt that this had inproved their eyesight, or prevented any further
deterioration; the remaining 3 were less than satisfied with the
treatment. As the mpjority of those who had had this treatnment were

very pleased with the inmprovenent in their eyesight, it would seemto
be desirable for laser treatnent to be made as w dely available as
possible. At the sanme time, it the treatnment wll obviously not be

successful or appropriate in all cases, and other nmethods for dealing



with the problenms of inpaired vision/blindness compnly experienced
by long-term diabetics will still need to be prioritised. It should
also be noted that, two individuals reported having been refused
| aser treatnent on the grounds that they were 'too old' , which they
felt to be discrimnatory.

USE OF HEALTH SERVI CES\ HEALTH CARE PROVI SI ON ( QUOTES)

"My condition necessitates attendance at a General Eye Clinic, a
Contact Lens Clinic, Low Visual Aid Clinic - but these are
decreasingly wuseful as ny sight deteriorates, Diabetic Clinic,
Vascular Clinic, Renal Cinic, Diabetic Retinopathy Clinic. Al so,
Neur ol ogi st, Chiropody and Audi ol ogy. So, you see, | am kept busy. It
would help if hospital wvisits <could be centralised. Anbul ance
transport is very difficult but patients attending as many as 10
clinics for one condition can hardly be expected to be able to pay
for taxis for all the visits.” (ID 198)

"The one problem | feel which could be eased sonmewhat is the fact
that the medical fraternity should stop having diabetics constantly
goi ng back and forth to hospital for check-ups. This causes quite a

bit of anxiety and, therefore, illness | feel. Let themrely on help
fromtheir own GP's should any difficulties occur, then they can be
referred to the hospital consultants. " m sure many diabetics are
constantly in a state of worry and apprehension due to having to
attend at outpatients clinics. This will not help their condition
|"mcertain.” (1D 261)

“In March '83, | had a hip replacenment which was successful in so
much as the sciatic nerve was damaged - it was Sciatic Nerve Pal sy,
the leg and foot were paralysed and I had no feeling. Now, | can get
around with two sticks. In 1984 and 1985 | had ulcers - one to each
heel - there was a | ack of proper hospital treatnment.” (I D 266)

"Really - diabetics are a lost race in this country. The treatnment we
get is conpletely ghastly. The doctors don't seemto care if we |ive
or die." (1D 174)

“"I've really suffered at the hands of the nedical profession. They
just don't seemto listen - they ignore the fact that every diabetic
is different. M specialist was aghast at the treatnent | was
getting.” (1D 174)

"1 am under the doctor at the diabetic clinic (local hospital) but
see the doctor only every 6 nonths. Everything else | have to do for
mysel f." (1D 273)

"The bl ood glucose |evel sensor which | need is not available on the
NHS. So, | have to pay for that myself (cost 62)." (ID 272)

"The consultants - they don't do anything. You can't get access to
your medical notes or X-rays - |I've tried. So, if they don't tell you
anything, you're conpletely in the dark. The nmedical profession -
especially the younger doctors - don't really understand nuch about

di abetes. Things are noving forward, but not fast enough. There's no
real treatnment - except insulin and diet - for diabetes.” (1D 254)



"lIt's inportant to have confidence in your doctors. They need to be
able to relate nobre - to show sonme enpathy wth their diabetic
patients. Wth nost of them they don't seem to show any appreciation
of what living with di abetes can be like." (1D 254)

"It is inportant to give laser treatnment to older people. | can't
understand why anyone should be refused sinply because a doctor
thinks they're too old. | nean, alright, it won't inprove soneone's

eyesight but it will stop further deterioration.” (1D 254)

"l've been trying for years to get a decent pair of orthopaedic

boots. | told the chap at the hospital what | wanted, but he didn't
take very much notice. So, in the end, |1've got this pair of boots -
they're 400 a pair, and | can't use them Again, it's the same thing
- the doctor's wouldn't listen. They just say - we know best. There's
no thought at all for the needs of the individual." (1D 254)

"l go to the chiropodists, but | only get an appointnent every 8
weeks. | would really like to be able to visit nore often.”™ (1D 254)
"1 have ny check-ups at Addenbrookes, but |'m not very inpressed

They just talk to you for a few m nutes and test your bl ood pressure
- that's all." (1D 254)

“1've been having |aser treatnent on this eye at Barts. | go in once
a year for a test and | do have a check-up every 6 nonths. But,
nowadays you only see the doctor for 5 mnutes. He just says how are
you? Are you alright? - Yes, no, that's it. You used to have blood
tests and all sorts of checks - but it's all gone now M specialist
said that they just can't afford to do it now. " (1D094)

"I think the laser treatnent has been very good. But, | have heard
of sonme ol der people who've been refused because, when you're 75 or
sonet hing, they say you're too old to have laser treatnment." (1D094)

"1 would prefer to have ny check-ups at the |ocal hospital - yes. It
woul d be nmuch easier than having to travel up to London. But, | just
don't trust them They don't seem to know anythi ng about diabetes and
- if there's anything wong - they just send you back to your GP."
(1 D094)

"My thoughts on ageing and on diabetes are simlar - a nuisance, but
| try to let it interfere as little as possible. | hope the NHS
manages to mamintain a reasonable service so that | can have a check-
up once in a while." (1D 114)

"1 am 69 and have been diabetic for 37 years. | was badly wounded in
1944 and have several other injuries since then. In 1989 | had a
slight stroke. Generally |I am well balanced but | find human insulin

seens to cause hypos w thout warning. My consultant says it is ny age
and, although reverting to Porcine insulin would seem to suit nme
better, would not help. | would appreciate your advice." (ID 132)

"Over the years | have kept fairly good control with, now and again,
ups and downs. | now attend a clinic once a year. This is an
excellent new clinic. (Bertram Diabetes Centre at West Norw ch
Hospital). Over the vyears ny appointnments at the «clinic have
decreased from nonthly, to two nonthly, three nonthly, and now siX



monthly intervals. My criticism of clinics has been that one sees so

many di fferent doctors - | have not seen the consultant for years. If
one sees the sane doctor nore than twice then one is lucky. In this
way they know very little about one, if one is married or single

where one works or what one does. Sone, although one has been
di abetic for years and years tend to treat one as just diagnosed. For
instance, a few years ago ny diet was increased by 10 grammes. | was
instructed to see the dietician to do this. This was at 12.30. |
found her office - she was gone for lunch and would be back at 2
o'clock. My car was already on a two hour limted parking. | had to
transfer nmy car to the park, go into the city for lunch, and then
back again to the hospital again. Al this for 10 grames."” (ID 220)

"Regarding long term health problenms - half the specialists in ny own
case are useless, and | no longer attend a diabetic clinic. One
instance - when | reported for a check-up I told ny specialist that I
had hypoed 10 tinmes in 14 days. He then referred nme to a psychiatrist
- who's cuckoo? | told ny GP of this and he said it's the stock
answer when they don't know the answer to a problem 1| was also told
by another doctor that | was lucky not to be in a wheel chair and, by
another, that I was - too old and a diabetic. Maybe this answers your
guestion about the attitudes of the nedical profession.”™ (ID 174)

"In 1971 (42 years after onset/age 51), | becane inpotent al nost
overnight. I went to ny GP whose only reaction was to ask nme how ol d
| was, and to say that at this age it was to be expected and to be
t hankful for what | had had. On ny next appointment at the clinic I
informed the doctor | was a bit off balance at the tine and all he
said was - we will have to get you OK again, and then we wll see
about that. Another three nonths and the next tinme it was another
doctor, with a young nurse standing at his side. This tinme |I did not
mention my problem because of her presence. Three nore nonths, and
anot her doctor. This time | had witten it down and handed nmy note to
him after he had finished. He handed it back to me with - nothing we

can do about that - witten on it, that was that. Now, in spite of
continued frustration, | had to accept it. In 1982, after reading an
article on the subject, | wote to the Diabetic Association of which
| was now a nmenber. | was put in touch with a clinic - this turned
out to be a famly planning clinic. On ny first appointnment, the
doctor who | was supposed to see was on holiday and | saw a | ady
doctor from (another) <clinic. | then attended the other <clinic
several tines, getting nowhere. Although ny wife attended with me she
was not invited in to also see the doctor. | was then asked if |
wished to attend further. | took the hint, and termnated ny

appoi ntments. Just over a year ago, a lady doctor at the diabetic
clinic asked ne about this subject, and |I told her of ny experience.
She was the first person in all those years who was wlling to
di scuss this subject - too late."” (1D 220)

"It's not too clever with the GP not know ng anything about diabetes.
Doctors should go on courses for this sort of thing. | mean, soneone
li ke me knows nore about it than they do - but, they should know ...
The first time | had a bad attack, ny GP wouldn't come out. Luckily
t he anmbul ance woman - we had to call an ambulance in the end - she
knew what to do and she got me to cone round. But he (GP) didn't want
to know - it's disgusting.” (1D094)

"1 know that a lot of diabetics do have problens with their eyesight.



But, personally, | think that has a lot to do with their diet. People
don't always eat the right things because - you don't get the right
kind of information from the hospitals - they just don't know. That's
sonething that could definitely be inmproved because - especially for
the young ones - | don't know where they can go to get information

about this kind of thing" (1D094)



PRACTI CAL AND PERSONAL SUPPORT NEEDS ASSOCI ATED W TH AGEI NG

Li ke many other groups within the ageing popul ation, diabetics are

often likely to require sone additional practical and/or personal
support when they are older. In some cases this follows from the
physi cal probl ens/ changes experienced wth ageing (egqg. reduced
mobility, blindness etc..); wusually, however, the kind of support
needed will ultimately depend on the personal, financial and

practical resources already available. For this reason, support needs
shoul d al ways be eval uated on an individual basis, although there are
sone comon concerns reported in the study which are sunmarised
bel ow; -

* O der diabetics my need additional practical support in the form
of assistance wth transport; donestic help wth cleaning and
shopping; alarm calls (particularly for people living on their own);
provision of mobility aids; district nursing services; day care
facilities; and, in a small proportion of cases, personal care
support.

* A few people had, or were considering, mking changes in their
living arrangenents and this nost often meant noving to warden
controll ed sheltered acconmodati on; along with other groups of ol der
peopl e, however, there is a often a problem in finding sheltered
accommodation at an affordable price; also, the standard of back-up
cover available is extrenely variable. A few expressed concern about
the possibility of having to enter institutional care if they could
not obtain appropriate support at honme. Some people also highlighted
difficulties in obtaining information on alternative living options
whi ch may be avail able. Whilst statutory agencies should be providing
such information, they often fail to do this so there is a potentia
role for BDA and ot her voluntary organisations to act as '"information
br okers'.

* Sone ol der diabetics are thenselves giving personal support to
other famly mnmenbers (who nmay also be disabled). This is always
likely to becone nore difficult over time - even wthout the
addi tional problens which nmay be associated wth diabetes. Sonme
peopl e have also highlighted a need for practical support to carers
and back-up for informal helpers; several are concerned about the
addi tional strains being placed on their famlies by the lack of such
support.

* Some people highlighted various problens relating to information
about, and eligibility for, disability benefits. There appears to be
a lack of accessible advice on benefits and it is quite likely that
sone nenbers are not receiving benefits to which they my be
entitled. Obviously, this is an area where additional support and
information could be given to nmenbers by BDA.

* There are also problens with claimng benefits and sone
i ndividuals reported having experienced considerable difficulties in
establishing their entitlement to benefits such as Attendance
Al l owance and Mobility AlIl owance. Delays of several nonths are not
uncommon and one or two people reported struggling over several years
in order to establish eligibility to benefits. Wilst this is a
conmmon problem for many groups of people, the situation is also a
reflection of t he | ack of know edge about t he | ong-term



physi cal / health consequences of ageing wth diabetes discussed
earlier.

* Some individuals specifically nmentioned the need for |ocal self-
hel p groups which would give nmenbers the opportunity to discuss
matters of nutual concern, and learn from each others experiences

This was nost often discussed in relation to the need for practical
information on matters such as diet and benefits, but also in the
context of rmutual support in discussing anxieties about health
matters and ageing in general. A few people felt that BDA had a role
to play in facilitating the devel opnment of such local groups. This
suggestion also reflects a wder issue which the study has
hi ghli ghted, not just for people with di abetes but many other groups
al so; people who have lived for 20 plus years with a disability or

disabling illness have a vast amount of collective experience which
can be an extrenmely useful resource to others. At present, however,
t hese resources are not being fully utilised; the further devel opnent

of |l ocal groups would go sonme way to rectifying this.

* A small nunber of nenbers in the study specifically identified a
need for counselling (preferably peer counselling with other |ong-
term diabetics). This could also be facilitated through the further
devel opnent of self-help groups discussed above.

PRACTI CAL AND PERSONAL SUPPORT NEEDS ASSOCI ATED W TH AGEI NG ( QUOTES)

"At that time (1984) | was working full tinme - which | have done
since 1944, Now | only work part-time, 3 nornings per week, having
been told to slow down due to nmy age, because | also have to care for
my 92 year old nmother and am therefore subject to stress as well as

take care of nmy own health. | am 63 years old and have plenty of
energy for ny age. | enjoy my work but am finding it a bit nore
difficult to cope recently with nmother as well." (1D 261)

"1 have been an insulin dependent diabetic for 50 years. | was in the
army from Septenber '39 to February '41, when discharged wth
di abetes - for which a pension was only granted in 1988! After an
appeal tribunal in 1942 for a pension - this was disallowed so

applied again in 1987, when it was granted." (1D 266)

"It's a vicious circle you get into - because | haven't been able to

get up for 8 nonths, |'ve now got very bad blisters because |'ve
tried to start wal king about again. This is what happens, you see -
one thing just leads to another. |1 don't think there really is
anything that can help me now - there's no hope. | really think I

m ght die soon.”™ (ID 089)

"I live by nyself, am registered disabled, and no longer able to

drive. | have a |arge garden which | expect to feed ne - it does. |
use an Aidcall alarm system which sumons help when needed and
automatically if the repeat button is not cancelled. | also have a
home help for one hour per week and all ny neighbours conme when

Ai dcal | asks themto investigate the situation.”™ (ID 158)

"I becane a wi dow | ast Novenber and went to New Zealand as | have two
sons living there and they thought it would be better to be wth
them | stayed there two nonths but got very honesick and came back



to England honeless. So, | am now in a warden control flat -
sonething | always dreaded, but | suppose it is the best thing that
could have happened. | am not helpless and | am still a very
i ndependent woman." (1D 177)

"1 have been a bit put out by the advice they (BDA) give you. If you
ask them they tend to just say - you seemto be in control, just get
on with it and you'll be alright. That's not really enough is it.
They don't give you enough advice about diet and things like that - |
think they could do nore." (1D094)

"I live alone in a flat with a warden between 9 and 5, but weekends
and holidays are wi thout cover." (1D 168)

"1 have not had any experience personally of residential needs - only
as a regular visitor to two in Buckinghanshire as part of a support
team Personally | was aghast at the treatnent and conditions |
encountered on these visits and just hope to God |I never finish up in
one. Why don't the services treat the patients as human beings and
not as units. These people minly lead a wuseful Ilife and put
sonething into the comunity, so it's not too much to et them finish
their days in dignity and confort. O der and di sabl ed persons' carers
suffer as nmuch and sonetinmes nore than the patient and, in turn, need
help - both financial, to let them get a rest, and soneone to at
| east let them know they are there if needed. W haven't all got
famlies to rely on and very few of us want to be a burden to our
chil dren who have their own needs."” (1D 174)

"We cope with difficulty and with little help. It was purely by

accident that I found out | was eligible to claim for attendance
al l owance. This | did, and it took me 17 nonths and two medicals and
God knows how many phone calls to London, Blackpool, nmy M, the
Health Mnister to get it. |I'm independent and have an active mnd
and would not give in. But, how many other people have given up. W
keep reading in the papers of the 9 mllion per year of unclainmed
benefits - the above will tell you why it's unclained. It is also a
fact that no doctor will tell a patient that they can clai m anything
at all, and during ny spells in hospital | was never visited by, or

put in touch with, the DHS for any benefits whether financial or
aids. It is also a fact that the DHS are not allowed to offer you
assistance and it is only when you contact them that they can guide
you as to what to do. How are people expected to know this. Every
hospital patient should be told if they are eligible for benefit, and
long termpatients by their doctor or nurse."” (1D174)

"What woul d hel p? - soneone to talk to about ny inner feelings would
be very useful because talking to famly is not the ideal solution.
Counselling is at the nonment not on offer and friends have troubles
of their own." (1D 198)

"As ny wife and | go into our 70's support wll be needed - home
hel p, district nurse, and day centre. Also, | would appreciate sonme
form of recreation or interest as | am nmentally alert. | would I|ike
help in taking responsibility for nmy own quality of Ilife. At the
moment | rely on (my wife) to research, suggest what she is willing
and able to cope with in the way of survival, outings and holidays. |
would like to be in the position to take nore charge of our day to



day living and future plans. An otherwi se helpful social worker
thought it nmorbid to need to know what is on offer in the event of ne
bei ng the survivor, or indeed |left alone to cope while (my wfe) was
in hospital - for however short a period. W assured her it was 'a
need to know in order to get on and enjoy life wuntil such a
contingency arose."” (1D 198)

"It (diabetes) doesn't effect ne physically - but, | do worry about
what | mght do when I'm older. | can't be l|left alone at night
because, you are always worried about the possibility of having an
attack. So, if I was on my own that would be a problem - you can't
rely on your neighbours to cone and check you during the night |ike
your husband would - so | don't know who would do that. It's quite
possible 1'd have to nove sonewhere el se when |I'm ol der." (1D094)

"What ever happens, | think it is quite likely I will end up noving
from here at some tinme in the future - yes. For a start, the
facilities here are not very good - you are a bit isolated and

totally dependent on having a car or being able to drive. It wouldn't
be much use for an ol der person who couldn't get around so easily. |
don't know exactly where we would go. It certainly wouldn't be a hone

- no way. | could have a flat but I'd feel too confined in a flat -
especially not having a garden. \Wherever it is, it would have to be
near to the shops because - if | was on ny own say - | don't have any

fam |y who could do shopping for nme. " (1D094)

"1 applied for a private car allowance through the health service.
After a very long time finding the <correct departnent | was
successful - although, this has now been changed over to Motability.
: I would very much like to see nore understanding from the Soci al
Services for long term di abetics. The usual comments from staff are -
oh my Ma, or ny Aunt, is a diabetic, they don't have these problens -
it nust be sonething else. They just don't appreciate what can and
often does happen to the Iong term diabetic. To keep our independence
and mobility is very nuch inportant. A letter sent to Ms. Thatcher
and Ms. Edwina Curry has helped us get some of the nmuch needed
equi pnment on prescription but, still nore aids are needed for nany of
us. Nothing would please ne nore than to be able to go out to work
and earn the noney to buy this sophisticated equipnment.” (ID 137)

"I am 34 years of age and have lived with diabetes since the age of
10. As a teenager, | found it difficult to come to ternms with and
always felt hemmed in. Oher diabetics were always telling ne how
wel |l they coped and of their constant well balanced bl ood sugars. To
this day, | feel that all diabetics, from the teenagers on, need a
doctor/friend who can listen.” (1D 136)

"l am 82 years old and have been diabetic for just over 50 years on

insulin - two injections per day, until a year ago when | was put on
the new human insulin which is one injection per day. | live in a
private hone for the elderly now and find it difficult to vary ny
diet. | have had, for the past 16 nonths, a very bitter nmetallic
taste in nmy nouth. Everything | eat or drink is the sane - even
water. M doctor cannot help nme, if only you could | would be so

grateful.” (1D 176)



"Ageing in itself is a hard enough struggle - but with the added

handi cap of diabetes, this does not nmake things any better. | live
al one, do blood nmonitoring, do all my own housework, and help other
people. Al ny diabetic life | have done two injections a day and |

am very active so far. My fear is to have to end up in a nursing hone
or rest home where the staff have little know edge of di abetes. After
caring for oneself all your |ife with blood nonitoring etc., to be
| ooked after by people with little know edge of the conplaint is
quite frightening."” (1D 175)

"This stinking rotten government - when wll they stop treating us
li ke we were beggars or sonmething. We are entitled to our noney, but
you have to fight to get it all the tinme. It's the sane with phones -
we can't get help with getting a phone, but phones are a necessity
for sonmeone like nme - not a luxury. It's so hard just to survive when

you're disabled - people treat you like you are a pisstaker” (ID
162)

"The fight | had to get my Attendance Allowance. | had to wait 6
months for a decision. | think they hope you'll just give up and go
away. They make it so difficult. I'mnot saying it's easy for anyone,
but is harder for diabetics because - you're up one nmnute and down
the next. So what they are conparing you to, | don't know. Anyway, |

got it in the end, but that hurdle seenmed |ike 40,000 feet at the
time." (1D 162)

"How do | view ny own needs? A weekly neeting place locally wth
ot her diabetics to discuss how others are fairing. (ID 236)

"The problem | think, with the BDA is that, there's not enough
active diabetics in the organisation. And, there's too nmuch focus on
fund raising - that should be a side issue." (1D 254)

"They (BDA) should be doing nore to bring people together, so that
they can | earn from each other and get some nmutual support.” (1D 254)

"It's a race against time. | could wake up tomorrow norning and I|'|
be completely blind - it could easily happen just like that. So, |
have to just try and get everything sorted out and get sone help
before ny time runs out - because | don't know what | would do
otherwise. | think I'd probably end up giving in and calling it a
day." (1D 173)

"All |1 get is one hours honme help a week, but what | need is soneone
here every day - at least for a couple of hours. | want to try and
find soneone nyself but it's so difficult to know where to go for
advice. It's the same with the benefits. | heard about this Invalid
Carer benefit (ie. I1CA) and | was thinking that - if | can get that,
| could use the nobney to get sone help. But, | don't know who to ask
- | was hoping you m ght be able to advise me." (1D 173)

Note: Above respondent put in touch with local DIAL for advice on
claimng I CA



NOTES ON BRI TI SH DI ABETI CS ASSOCI ATI ON'S RESPONSE TO BRI EFI NG PAPER
" AGEI NG W TH DI ABETES - PRELI M NARY FI NDI NGS' (February 1991)

The briefing paper was circulated to Dr. Mira Mrphy, Head of
Research at BDA. A neeting was held in February between Gerry Zarb,
Dr. Murphy and other BDA staff from the Wlfare and Information
Departnents. The mnmain points raised at the neeting are detailed
bel ow, together with a sunmary of the action BDA are taking or
considering in response to the findings.

1. FINDINGS ON SIDE EFFECTS OF HUMAN | NSULIN REPORTED BY LONG TERM

DI ABETI CS: BDA stressed that this has becone a very contentious
issue and were slightly sensitive about how the findings are to be
presented. In particular, they stressed that the findings should be

pl aced in historical context. Firstly, around the time Human Insulin
was introduced (early 1980's), there were also significant changes in
control reginmes for diabetics and, consequently, in the advice given
by both BDA and doctors about how diabetics should control their
bl ood sugar levels. It is not known, therefore, whether the problens
being reported by many diabetics are due to these changes, human
insulin, a conbination of both, or other factors. Secondly, BDA have
been researching these problenms for the past five years; the coments
from respondents in our study would suggest that BDA nenmbers are not
aware enough of the work BDA are doing. Thirdly, the "official' BDA
line on the Human Insulin issue is that, the |link between increased
hypos and human insulin has neither been proved or discounted by
exi sting research (although they did agree that the warnings given of
possi bl e side-effects are often inadequate). In view of the above,
BDA wll consider ways of raising awareness of their research
activity, and reassuring nenbers that the problens are being taken
seriously. One specific proposal was to collate and publish a summary
of existing research in a non-academic format and they wll be
| ooking into this in the near future.

2. CONCERNS ABOUT AGEING AND THE NEED FOR RESEARCH: BDA have been
aware of the concerns about ageing for sone tine and have carried
articles on the subject in their newsletter; they accepted, however,
that ol der diabetics concerns are not being adequately addressed and
asked for advice on how they m ght best deal with this, particularly
as the nunmber of enquiries they have received on this subject has
been increasing noticeably. The possibility of BDA producing a series
of panphlets on ageing related issues was discussed. These would be
based on the kind of concerns expressed in the JRF study and would
focus on practical advice and information which would help ol der
di abetics to deal with problens which may arise with ageing. BDA w il
be preparing some drafts incorporating findings from the study as
well as their own research. GZ will be liaising with themin this.

BDA al so pointed out that, upto 10 to 15 years ago, they did have a
policy of not informng nmenbers about possible ageing problens
because it was felt that this would cause unnecessary distress.
However, this was no |onger seen as appropriate as nenbers have a
right to such information so that they can make their own deci sions
about any changes they may wish to make in their lives. This is also
borne out by the findings fromthe JRF study.



BDA agreed that nore research on the physical/nedi cal consequences of
ageing was required. For exanple, sone of the problens which
respondents attribute to Human Insulin may have occurred anyway wth
agei ng, but there is insufficient research to know.

A question was raised over the representativeness of our sanple in
ternms of health status; GZ explained that, given the sanple was self-
selected, it is alnmobst inevitable that people who have not had any
problenms (and therefore feel they have nothing to report) may be
under-represented. At the sanme time, the large nunbers involved and
the consistency of the experiences reported indicate that the
problens reported are both w despread and genuine. Also, that the
study was not nmeant to be a rigorous clinical trial, and nedical
researchers should be followi ng up these issues for thensel ves.

BDA asked for any further data on neurological problens/changes
reported in the study. Neurological conplications associated wth
ageing are not as imediately recognisable as sonme of the nore
"dramati ¢’ changes reported (eg. increased hypos). They are concerned
t hat there my be an increasing incidence of neur ol ogi cal
conplications in older age which has not yet been fully recognised.
Also asked if the JRF data allows for analysis of whether physical
probl ens/ changes are nore highly correlated with age, or |ength of
time since onset. GZ will be carrying out this kind of analysis for
all the main disability groups and will report back at a | ater date.

3. HEALTH CARE: BDA asked about findings on respondents point of
contact/referral with the health services. GZ reported that this
seens to be mainly with GPs (which corresponds with BDA's own
observations). In conjunction with the findings on the 1lack of
speci ali st know edge about |ong-term diabetes, this raises a concern
about the quality of health care support in the future when GPs wl

be expected to take on even nore responsibility for check ups, advice

etc.. BDA already have a programe of training sessions for health
prof essionals, and will now be considering targeting GPs.
BDA accept that, in general, health care advice to long term

di abetics is often inadequate, although the situation is inproving.
Al so, they recognise that they have a role to play in keeping health
professionals informed so that they can respond to people's needs.
Responding to the criticism raised by sone respondents that BDA are
too close to the nedical establishnent, they accept this was true in
the past but BDA has tried to change this and take on a nore
proactive canpai gni ng role.

BDA expressed concern that - even though advice about diabetes itself
may be inmproving - advice and support to older diabetics about
general ageing problenms (eg. inpotence) is still very poor. Their own

Wel fare service has been hearing of the sane kind of problens for
many years.

Regardi ng the need for specialist check-ups, BDA were not aware that
this was a major issue and did not feel there was a particularly high
demand for check ups. However, when it was expl ained that nost people
just want to know that the support is there if/when needed, this
findi ng made nore sense in terns of BDA's own dealings with menbers.



4. PERSONAL/ PRACTI CAL SUPPORT NEEDS: BDA were very interested in the
framewor k of the '"supportive environnment' nodel used in the study. In
particular the principle that, know edge about the right Kkind of
support being available was often the nobst inportant factor
influencing the security of support provision. This idea was felt to
be very consistent with BDA's own dealing with menbers across a range
of support needs from benefits advice to counselling. For exanple, a
recent training session run by BDA's Wl fare service highlighted the
need for people to have an energency phone nunber for on-cal
support; also, that District Nurses were resistant to the idea of
incorporating this in their own services.

The principles of the supportive environnment nodel were also seen as
consistent with respondents desire for nore information on what
probl ens they nay experience with ageing and what, if anything, they
can do for thenselves; simlarly, the desire to know what services
are avail able if/when needed and information on |iving options.

It is interesting that BDA's own experience suggests that subjective

security is the nost inportant factor in creating a supportive
envi ronnent for ol der diabetics. Dr. Mirphy reported that their nmain
overall conclusion from applying their own observations to the

findings in the briefing paper was that, a |arge nunmber of people do
not feel that enough attention is being paid to their concerns and
needs. This is reflected in BDA recognhising that there is clearly
scope for increasing their advice and information services through
di ssem nation, panphlets, training sessions etc.. GZ comented that,
whilst this is a very positive response, people wll also want
practical support (eg. benefits, transport, home helps etc...). BDA
agreed that equal enphasis should be placed on | obbying for community
services which are responsive to ol der diabetics needs.

On specific support services, BDA questioned whether |arge nunbers of
ol der diabetics would require personal care assistance. GZ comented
that, whilst the proportion may be |ower than anongst sone other
groups in the ageing population, there is likely to be an increasing
nunber experiencing nobility problens and blindness which suggests
the potential for a significant demand for personal care support.

Regardi ng benefits and pensions, BDA have observed an increased

demand for advice from older nenbers. It was felt that, because
physi cal disability will often not be an issue until they are ol der,
many di abetics will not be as famliar with the benefits system as
sone other groups in the study (although it was recognised that
obtaining information on benefits is never easy for anyone). BDA
have been trying to address this issue by - a) regularly publishing

benefit information in their newsletter, and b) referring enquiries
to rel evant organi sations (eg. DI AL. RADAR). The drawback with a) is
that people tend not read the information or take it in until/unless
they have a specific query. It is only when they do that they wll
seek advice. The main problem with b) was seen to be that people

often want actual help with making clains as well as information.
Whi | st sone other organisations can help with this (eg. CABs), people
will often want to go to a famliar source - ie. their own

organi sation. BDA recognised that there is a potential advocacy role
for them in this area, but were concerned that there welfare



department does not have the expertise to provide a specialist
wel fare rights service. Also, that many enquiries would ideally
require face to face contact which neans that a national head office
may not be the best contact point. The possibility of facilitating
t he devel opnent of |ocal self-help groups with training of volunteer
workers was discussed as one way of dealing with this. BDA
guesti oned whether volunteer nenbers would have sufficient tinme and
know edge to provide welfare rights support. GZ comented that other
organi sations (eg. British Linbless Ex-Servicenens Association) have
built up a national network of volunteer welfare rights workers;
al so, many local DIALs are staffed by disabled volunteers. This would
suggest that, whilst by no neans easy, the task would not be
i npossi ble. What would be needed would be for BDA and others to
develop facilitating services which would enable volunteers to build
up the required know edge. Agreed to discuss this further at a future
meet i ng.

The issue of self-help groups was further discussed in relation to
the findings reported in the briefing paper. Sonme respondents
hi ghlighted the need for nore |ocal groups to provide nutual support
over a range of issues. BDA already have around 400 |ocal branches
and have already started a programme of training and supporting
menbers to set up self-help groups. Again, this is an area were
menbers are not being mde aware enough of developnents already
taki ng place; although, problenms of transport for older people,
geographi cal location, and the w de age range of the nmenbership were
al so suggested as constraining factors on the participation in self-
hel p groups.

Gerry Zarb, March 1991



