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ABSTRACT

In order 1o lsarn about Heemophilia from the point of
view of the sufferers, | interviewad six severely affacted
tasmophitiacs, discussing with them their past exnpari-
pnce, current status and treatment. | found them to be'an
aptimistic and independent group who, despite their
memorias of a painful childhood and their curcent dis:
ablement, contrived (o Hive in the prasent with guste and
vigour. They were very knowledgeable about Haemophi-
tia and were happy to teach me, thus providing me with a
valuable body of knowlsdge and ileas on the subjest,

INTRODUCTION

As a 4th year student, having followed a very convan-
tional medical courss consisting of lectures, ward rounds
and textbook consuitation, | had the chance to try out 2
rigw fores of fearning In the Haematology Depariment.
Eor my project in the Pathology course | set autto lesrn
abiout Hasmophilia by taiing with a number of men who
sutfer from the disease, These men had made a lifelong
study of the subject from necessity, and were only too
pleased to share their specialist knowledge with me. By
talking at length with six seversly affected men was able
to learn about various aspects of Hasmophilia in a very
memorable fashion. Since the men, aged 23-57 years,
had all grown up in an era before the widespread availa-
bility of replacement blood products tor therapy, | aizo
ahiatned a3 Taséinating plelure of how the courge of #
divease can be affected by the Intfoduction of elfective
wreatment, | would like to present an account of
Haemophilin as provided by the sufferers themselves.

METHODS

On the advice of my supervisor in the Haematology
Departmerit | wrote to six patients registered at the
Bristo! Hasmophilia Centre explaining the aim of the
project and requesting an interview. Each of the six men

agreed, and the interviews ok place eithar in the man’s
own homes or in the deparment at the hospital. Furths
individual details about the men interviewed are showr
in Table 1. The interviews lasted from one to three and :
half hours, were informally structured, and covered thu
following aspects of the men’s lives: dependence; dis
ability; knowledge about Hasmophilia; other people’
attitudes; and childhood memories.

DISABILITY

As & result of hasmarthroses experienced during earb
chitdhood and teenage years, all of the men were, it
strictly medical terms, disabled. Their X-rays showes
substantial svidence of jpint disease. On first méating
them, their lack of mobility was obvious. With the excep
tion of A4, the youngest man in the group, they all used .
walking stick, erutches ur wheslchair to get around. Thi
disablad state was aoknrwistdged BY The teceipt of th

DHES mobility allowance by all but one {4} of the men. B

talking to these men sbout thelr fives, howsver, it wa
clear that they bad all mansged 10 compensate for thi
ghysibal impairment In @ most remarkable manner, Fiv
ot of the sbomern were either In full ims employment o
ware studying full time, Between them they boasted
number of absorbing and in some cases energeticleisur
pursiits indicating that they were, on the whols, leadin
wvery full and setisfying lives, Bach of the man emphs
sissd the importance of tems such as a fridgs, var an
telophions (DHSS sllowances ensure that all haemoph
liacs in the UK are shle to obtain thess facilities) i
overcoming their disabilities. In addition, it was apparer
that their diffipulties as a result of physical impairmer
were grastly diminishad by the help they rpesived fror
farnily and friards, Porexample, 8's wite would drivet
the hospital to eollect supphes and ganerally boost hi
migealn i he was stuck st homs with 1 bleed,

F sums up by saying:

‘A hagmophiliac is an ordinary person. | mean he |
disablad, but he's ordinary. He just needs an able bodie
person 1o rely on.”
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Tabls 1
Personal Details of the Six Men lterviewsd

Individual Age Occupation Civil status Domestic status

A 23 Post- Single Lives alone
graduate
studant

8 37  Accountant Married  Lives with wife

[ 31 Civil Singls Lives with
Servant parants

o 42  lnem- Marrisd  Lives with wife
ployed

E 46 Civil Single Lives with
Sarvant parents

F §7 Theology Divorced Lives with
Student companion

492,

DEPENDENCE

The guestion of dependence on other psople was a ver
relevani area for these men. They were, of course, a
obliged to be dependent on the staff at the Haemophili
Centre from whom they obtained their very netessar
blood produsts, Bivastihamwareonhome therapy an
werg thersfors indepondent 1o that extent. With the &
geption of 4 they were all Hving with somaone who wa
prepared 1o support and asgist them. F, whose religiou
views lod him to batiove that ha was satitled to be care
for by the sommunity, was quite content to be depender
on o companion at hoowe, €, the one man not on hom
treatment, showet] an alfogsther wiore dependent at
tuds to the medical profession. He was docile, complian
and made numerous attempts to please the doctors an
nurses at the Centre. However, his leisure activitie:
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which included gliding and travelling round Europe.as a
fnothall supporter, displayed a more independsnt stiaak,
D, an unemployed man, hed developed his artistio skills,
Heewas finpnuiathy as well as psychotogically depandant
an hig wite and stated catagorically that e would never
want anyone {msaning either ehildran or pets) depen-
dert on him, His independance cama iy the form of the
thearies he held about Haemophilia, as wepll a5 his art
work.

KNOWLEDGE AND THEORIES ABOUT HAEMOPHILIA

All of the men | talked with were extremely knowledge-
able about their disease, and were able 10 teach me a
great deal about clotting factors, blood praduets, gene-
tics and the treatment of Haemophilia. Thelr practical
ability to ascertain when they had a bleed, as well as
their knowledge of how and when to treat, was svident.
Al except one {C} had mastered the technique of in-
travenous administation and felt competent to deal with
all but the most serious of bleeds themselves. They did in
some cases, however, hold rather idiosynoratic views,
For example, D, referred to earlier, stated 1 use 3000
units [as opposed to the 1000 units recommended]. You
have to hit it [a bleed] hard at the beginning. 've got 10
know what suits me, and mostly I'm right. | expect the
doctors to listen to me because of my experience.’

OTHER PEOPLE'S ATTITUDES

All of the group felt that the public was very ill-intormed
ahout Hasmophilia and its treatment nowadays. 1 was
thought that there was & widespraad fear of the disease
hecause of the ides of uncontrollad bleeding, and mone
recently of AIDS. £ ‘Peuple dor'tknow aboul hasmophi-
Ha. | dor't tell them, they anly get worried that you il
blend to death i you cut yourself shaving.”

The question of prejudice against hasmaphilises slso
parne up in relation W employment. For sxample, £ had
1o strugnle, gver thirlaen years ago when the job situa-
tion was less bleak, to get accepted as a Civil Servant. He
weas foroed to serve o thrae-year probation period agwall
as producing various letiers Frorn the hospital in prder to
gamn amployment,

Tha men were on the whole reluctant 10 teil pven that
friends abnut thelr hasmophilia unless forced to. D2 Ty
s avoid tetfing anyone if at all pogsible. Your bass has o
know, otherwiss youmay end up getting the sack; onthe
other hand, i you do tell bim you've less shance ot
getting the job. it seams you just can't win)

This general lack of information about haemophilia
wan falt to mend to hospital staff {outgiderthe Haematol
vy Departmenth, Tha men in sty cases felt migunder-
stood when they came in contact with other doctors and
fied rapidly batk to the Hasmophilia Centre staff ot the
first possible opportunity. 8 explatned how he had ornee
areived in Casualty on 3 Saturday night with & blesd hg
coutd not control adequately at hoame. First they thought
{ wasa drug sddict because of the syringe | had brought
alang. Then, when they finally digd believe that | was &
naemophilise, that sent them into & Hat spin

CHILDHOOD

_chdld,” he said.

When they described their childhood experiences, it was
apparent that all of the men had led very restricted fives
as schoolboys, Thare had been no guestion of any S0t

ng setivities of travel for any of them,
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£ sent to 8 special school Tor the physicatly and man
tafly handicapped, managed to sscape from thers by
fenrning to play the pianc and subsenuently winning &
soholarship to the Royal Acadomy of Music, "You seg,
playing the plano wag the only thing § gould do as a

A micood @ great denl of school 8s a ehild because of
his sumerous hospital confinernents with blesds. Mind
you,’ he said, ‘| never really fitted in at schouol, the
headmaster took me on as a sort of experiment. A the
other hoys were told that | was fragile and they mustn’t
touch e, 48 a result they hardly even spoke to me. L was
pretty lonely.

[ and his brother, also a haemophiliac, feyer went o
school at all, They had homie tuition for SRERSUF pér
cisal and that was it. (D is the one man in the group who
is now unemployed}.

Some of the men reported that treatments of an ex-
perimental naturs had hoen triad on tham, €, for exam-
ple, was put on 8 dist of peanut butter sandwiches for §ix
months, D had his mother's blogd smearsd on 1o the
surface of his own bleeds.

The main memory of childhood for all the men, howev-
B, was that of the pain they had suffered, and ot resting

their Dleeding, swollen joints wndigssty in bed hecause ol

that pain, which was variously doseribed as “disbolical’

and “shosr binody hell', 8 said Somse days | just thought
it would be sagier to die) D stated more phitosophically,
"You just bled in them days. if it didn't kill you, you wers
doing pretty well.’

CONCLUSIONS

{ consider myself forhunate to have had the opportunity
to learn about haernophilia from the patients them-
setves. in sharing their knowladge and thoughts on the
subjest so generously they provided e with 8 unigue
ingight inte what it maang o be living with a ¢hronic
dispase such as haemophilia. | was impressed with the
fulthess of thair lives and by the way in which thay had
come to terrms with thelr own disabilities. i owas in-
triguing to-discover that each marn considerad mself 1o
be special amongst the hasmophiliacs of his generation
in terms of his achisvements, The men, although show-
ing great independence in somMe aspects of their Hves,
weare amphaticaty scknowledging the vitel support they
renmived from family, friends and tarniliar staff st
the Haemophilia Centre. The mizsunderstandings and
prejudices that still surround haemophiliacs, even from
within the medical profession, provides cause for con-
corn. The painful memgries of childbpod, as recounted
by thase fen, which thankhully will i be reproguced in
the latest penceation of hasmaophiliacs, enabled me to
cormprehenlimnge fufly the nature of the disease process.

1 woultd certainly recommend this form of {earning to
other aspiring doctors,
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