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Asking people to pick and choose between different kinds of healthcare is a much

more risky business than getting their views on styles of front door. Allyson Pollock

and Naomi Pfeffer call for ethical codes of practice in consumer research

Il vaeer Britain people are being

exhoned to give their views on

locul health  services,  Respon-

ents. panicipants and research
subjects are being sought for investigs-
tiors which explont lechnigues developed
by social and market rescarchers 10 2x-
plore public opinten on a wide range of
lopics: healtheare rutiening: user input
into  conlract  specificalion:  cuslomer
satisfucton ‘with the guality of local
health serviees: dala for jssessment of
local health needs: or a proposed hospital
closure. trust application or merger ol
health authorities into 4 lsrge commis-
stoning agency. Evervone working in the
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public sector, nod just people working in
the MHS. i eliciting users” voices, Some
locat authoritivs, for example. are eager-
Iy soliciting the public’s opinion on the
quality of refuse collection and leisure
Facilities, and tenants” views on the rede-
velopment of housing siock. And ar the
same fime as participating in research
ina public services, respbndents, parti-
cularly if they are elderly, may also be
answering yucstions on their personal
health snd secial care needs in order to
yualily for services,

People may find the carrgmt enthu-
siasm for soliciting their views bewilder-
ing. The recent investigation into bealth

service priorilies carred out in Hackney
15 a poodd example of the potential for
confusion. The researchers approached
different community groups, on one
occasion laking advantage of a tenants’
asspciation meeting convened for tenants
10 give their views on which style of fronl
door shopld be specified by architects
refurbishing the estate.  Although
couched in similar lerms, the implications
of responding to the researchers and
architects were radically different: the
tenants stood te gain from making their
views known to the architecis; bt they,
their families and neighbours might have
lost a vatued service by contribueting 1o an
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invesligalion inte e ratiening of health-
Care, :
Working under the umbrella of con-
SUMCTiSTL,  evesligalors cXpoerence no
nevssiafe T consider whether the public
uriderstands the different interests which
drive these sorious undertakings and the
purpses T which the Aindings might be
iipplicd. This is beciuse in contrst to the
Figoraus crilena st out for medical re-
search, funders of market and social
research have no established tradivion of
clhics by which to judee study protocols,
Muorcaower. although the Patient's Chareer
restales the right of patients to reluse o
participute in medical rescarch, the gov-
crament has not extended that right 1o
respondents of noa-medical investiga-
tiens carried oul in the NHS or else-
where, Indecd. the governments own
soial  rescarch reguires  respondents
selected by means of siratified sampling
Lechigues e opl vl rather than opt imo
the invesligation,

Despite the carrent enthusiasm of 1he
NHS management executive for using
i disseminating "good practice” in
bstening 1o locad voices, its guidelines are
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void of ethical considerations {although
the Market Rescarch Society has recenily
developed guidelines on ethical prac-
tice). The Departmem of Hezlth 1992
guidefines for local research ethics com-
rutlees also neglect the ethical issues of
sovidl and markel research. There are
twir reasons for this. Ficst, there is no
agreement on whether or not a question-
naire - the most commen lechnique used
in this context — shoudd be scrutinised by a
el rescarch ethics committee, The
DoH guidelines sav that questionnaires
shoutd be included. bur it is not clear
whelher this applies to guestionnaires in
zencral or only to those associated with
medical research.' The influential Roval
College of Physicians’ puidelines state
thal only intrusive or invasive research
requires explicit consent.” But whereas
the RCP recognises that “some investiga-
ions may invalve questienpaires that are
inirusive of mMay cause resentment’, it
provides no puidance for distinguishing
an intrusive guestion from an anodyne
one, Second. there is no agreement as 1o
whether ethics committees shoukd review
this sort of work. Practice varies widaty.

Investigators who believe their work war-
rants {he attention of an ethics committee
may submil it only to have it rejected
berause the commites eonsiders that it
falls ottside their remit. Scrutiny by an
ethics commirtee does not mean that the
research is ethical: many committees do
not give schedules of guestions proper
attention. either because they lack the
eXpertise necessary o cvaluate them or
because they do nel consider social re-
scarch scientific or introsive,

The neglect of cthical principles in
social and marker research exercises
means that unlike biomedical research
there i no mechanism 10 protect research
subjects and their communities. But
there are three good reasons why social
and market reseavch can no longer con-
linue to escape ethical scrutiny. First,
purchasers are increasingly commission-
ing research which can cost several
thousand peunds using NHS funds rop-
sliced from patient care. Yet there are
few mechanisms to ensure that the re-
search gives valuc for money. Purchasers
now have greal freedom to fund their
own reseatch but many lack the expertise
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to embark on these exercises. Since the the Audit Commission can be likened 10 legal medical intervemion. The pruden;
resufls are peneraliy published in the grey  using z thermpmeter_m measure blood researcher wili seek consent in order 1o
literature rather than the academic litera-  pressure, in this exercisa, which is almost avoid Iega[ ianctons ang professional
ture, the dissemination of the findings  unsurpasszhle in the complexity and mnd_:mqatmn_. Unfartunately many sop-
miy cecape the system of peer review technical language of jtg GUEstans and medlca{ mveshigators take completion of
Second. adherence w ethical principles appraach, the pubiic is asked 1o evaluate 4 questionnaire as proof of copsent.
should minimise the potential for harmio  the dppropriate level of funding for 3 it could be argeed that the public’s
the individuai respondent. They provide range of conditions ang Mterventions,  views are of little conseguence if they are
safeguards for respondents asked 10 com. such as pinnaplasty, dentoskelezal prob. -informed about the services being sur-
plete a schedule of questions which may kemsand g cemprehensive cardiothoracic veyed. People can expertly devise criteria
force them to recall 2 painfu} CXPENIENCE  service. If 3 respondent decides to ex- 1o Judge 2 range of fron; doors bot how
ur face the prospect of decliniag health pand a particylar SEIVICE OF treal more many can devise the cnteria by which 1o
and loss of independence. sufferers of a condition, the funding allp- Judge the effectiveness of healtheare?
™ Third. as most of this WOTK Is commis-  cated o another service or patiem group  The HERO exercise did nol provide
sined for pragmaric PUTPOSES. 4 code of  mugt be reduced: Peter must be robbed W respondents with 4ay information zboyy
ethics may jlso Pretect acemmunity from Pay Paul without any indication of the CUTTENL service provision., ar tell them of
the imtroduction of Hi-considered pafi- tikely curcome, the harmfy) efiects thar might accrue as 5
cies,. Where mvestigators seek to atiach result of reductions in spending or of 1he

values to & community, far exampie, in l}'ﬂ"uhmudm benefits to be gained from an incregse.
order o jnform purchasing priorities, the othical cod of in The complexity of that EXercise contrasts
use of flawed methodology and pPoT practice with a user-friendly investigation ino
surw:g.-dcsignmayresultinwmngcunclu- m-ﬂ“ﬂm&m COMmMunity priorities COmmissioned by

sions with serioys implications for ser. valye money as well as causing  Easi Surrey health authority, Each ques-
vices and patients. for tionnaire jincluded o tact sheer about the

T The ethical principles which are the MNM”H‘ health probiems of the people of East
basis of currem guideiines on medical commumnities’ Surrey and ug outline of the objectives
research are derived from the World and methods.* In addition respondents
Medicul Associaion Declaration of Hel. Where either the abjectives or the Were piven the OpPOTIUNILy to comment
sinki, the international Euidelines for merthodoiogy of the research is unclear, on the Process of the investigation. Their
physicians engaged in biomedical re- the results ohiained may defy interpreta- comments revealed that although they
search involving human subjects. They  tion, For example, consideration of the Were participating in a prioTity-setting
have the advantage of Extensive consid-  popuiation 4nd sample size should be exereise they did not wane o seg Cculs in
2ration and review since they were first included inthe methedology if resulis are heaithcure Spending or services. Thig ex.
enunciated  following the Nuremberg 10 pe meaningful. In the recent EXETTISe  ample nf informed ang Participative con-
trizais of Niwsi doctors wha expenmented mto priority setting cammied our in Ciry  yent illustrates how research can be eq.
on human subjects. and Hacknev, a unidimensional index of riched and may well account for the high,

Ve have singled our fwo Prnciples  vajues was derived for a community of xo Per cent response rape,
from published guidelines which are of around 196 (0K People famous for thejr
merticular relevapee 1o MIVESTZUtOrs [nd diversity and heterogeneiry, Yer EXCEPE  Thier waey furwarsd
funders of the research described above,  for age. the researchers were forced to e have shown using examples from
Although those principles are ilustrated freat the residents of Hackney as 4 TeCEnt prionty-setting exercises the im-
by some TeCenl prionty-setling exercises, homogenous group becagse the sample  ponance of ethical principles in social
our chowee of exampies showid o0l be  size wax small and they failed o Carry oul  and marke; research. Fzilure to establjsh
laken ko suggest tha the ¥me consideri-  siratified randam sampiing. The flawe:d and follow ethica) codes of practice ip
Lions do pot #pply 1o other Ivpes of methodolosy extended 1o the faiiure 1o tesearch may weli resuly in pPaoer value for
reseurch, match the yuestionnajre design to the money as well as cavsing harm 10 indi-
objectives of the study. Thus in this sume viduals and thejr Communities. If the
Huheﬂiﬁﬂiﬁcm&-itbm cantidernd? prinri!y—setling CXETCise t0 establish com- DoH and the NHS minagement execy-
The objectives of y)) studies should he muniry values respondenrs were asked  tive gy SEHOUS sbout cliciting local
subfect 1o rigorogs scruliny. Careful 1o ragk in order of IMPOTtance 3 mixtyre vaices and ensuring public consuliation
artention must be pajd to the amms of the  af 14 patient groups. services and medical  then they will need 10 establish Rationa)
research and the ivpotheses it jy Meanl 1o interventions, The ambiguous nature of Euidance and logu) mechanisms for foey)
test. In paricuizr, researchers should  the questionnaire means tha jt js unaclear  regearch cthics committees to safepuard
demonsrate thal the quesiion Is one whether the runking of special care gnd the public interegt ]
worth Gsking  and  hyye ascertained  pain relief for peuple who are dying {eg
whr.:;hrr _it by hern_uskv:d before, A hosplim care) above leng-stay care leg mm of Health. Locat Reseurch s
detailed lireratyre review should zecom. hospital ang nursing homes for (he elder- {oonminiers. Landan: Diepartmmnt of Health v,
pany al reseyreh PropUsads, b} is due prejudice against elderly 2The Ruryal Cuficge of Phivsicians, Guidefines an the
¢ methods used must be capable of PEOpIe or a preference for terminaf care. mw#mfwm“mm"w
maeime  the  research objectives, In A @ basis for paiicy deveiopment the ﬂﬂhﬂi_ P,
medical research. resedrchers are e index s meaningless, It CANNGT be  Sdowimpa, “‘MMP\EFH}'MP"MMM{M&
quired 10 demonstrate thar the INStru-  assumed thyy respondents, would be hap. 4 rpaner. Lonthon: King's Furd, 1943, -
ment they inlend using does what it js py Iif low-ranked services were cut op if Health Cara. Rm‘,nmm&“ﬂhﬂ,h;mm’,_
SUpposed to do. for exampile, ablood lest  certain sectors of the puPu!aliun WETE  Wowmber, Jogz.
i$ capahle ol assaving the substance under subject 10 discrimination
Inveshigation. The recent HERO eXerCise ares for sac Hospital Medical Schos. we 1Ank in

(Health Enguiry angd Reinvesiment Op- public heaith medicing. Wang thheatth
tions) developed by the heairh avthority Iy relation 1o biotedical research, con. Authority. Naami Pleffar is senior acturerin

it Wesx) Glamorgan in conjunction with %N fransforms ap ilegal assauft ing a  health studies a1 tha Univarsity of Morth Eocdon.

Allyson Pollock js Eenior letturer, St George's
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