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Hospital awareness rather than public awareness
IS key to promote organ donation

Organ transplantation picked up in Indiaduring the 1980s and gathered momentum only
during the 1990s, especially after the Transplantation of Human Organs Act was passed
by Parliament in 1994 and thereafter ratified by most states (except for Andhra Pradesh
and Jammu and Kashmir, who passed their own Acts). To start with, it was mostly live
donor kidney transplants; live donor liver transplants was a |ate starter and developed
slowly. Deceased donor transplantations (DDTs) took longer to start, primarily because
the 1994 Act wassilent on who getsthe donated organs; each statehad to taketheinitiative
to establish the complex networks and systems for organ distribution. Asaresult, DDTs
have gathered momentum only during the past 10 years, slowly nearing 0.8 donors per
million population in ayear.

While this level of donation after brain death (DBD) is not poor for a developing
country, it certainly falls much below what is possible with the present infrastructure of
intensive care unit (ICU) beds and specidists and the demand for kidney and liver
transplants. However, expertise and demand for heart and lung transplantation are far
below the current availability of donated organs; it will take some yearsto catch up with
supply.

A common perceptionregarding thelow rate of DBD in Indiaisthat it isdueto thelow
level of public awareness and hence of consent for donation. This perception has led to
several civil society organizations and some media houses to take up the cause of
promoting organ donation awareness, with support from government agencies. However,
thereis hardly any religious or community bias in India against organ removal and the
communitarian spirit is of a high order.

Inthiscontext, if anyone asksfor the biggest roadblock to organ donationin India, the
answer can only be related to hospital motivation. Thisreality seemsto have dawned on
theteam at the 350-bed L akeshore Hospital at Kochi, Kerala, India, which hasresultedin
astructured programmeto involve all key personsin this cooperative effort and improve
their levels of knowledge and motivation.! The effectiveness of such structured
programmes—usually known as Donor Action Program (DA P)—in enlarging the base of
donor hospitals and increasing overall organ donation has been well established in many
countries.

The outcome of thefirst 2 years of running this structured programme in that hospital
hasbeenlucidly explainedinanarticleby Thomaset al .* That the programmewasplanned
and executed meticulously and with great energy is clear in its end result. The key
takeawaysfromthe successof that hospital are: establishing adedicated coreteam, anICU
counsellor apart from the transplant coordinator, and frequent review meetingsto evolve
a pattern with experience.

Few hospitalsin Indiahaveinitiated similar efforts. The article suggests that hospital
administrators are reluctant to do so asit could lead to their ‘bad reputation’; elsewhere
they citeethical considerationsbased on conflictsof interest asanother factor. Thisbrings
toforethegrowingtrust gap between public and private healthcareproviders. Itistruethat
conflict of interest does exist between profit-seeking and medical ethics.? Seeking a
second or third opinion for even minor proceduresis becoming commonplace.® A recent
book, Healers or predators?* isareflection of increasing societal concern on thisissue.®
Soon after the book was rel eased, a public discussion was held in Chennai by The Hindu
Centrefor Politicsand Public Policy, with two of the editors of the book on the panel. The
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takeaway of thediscussionwasthat only asmall minority of privatepractitionersweretrue
predators, an even smaller minority stood up aggressively to uphold ethical standards,
whiletherest weretrapped in conflicts of interest.> None can deny that private healthcare
costs are market-driven, with rare specialized treatments priced higher than those more
commonly available. Transplant surgeries do yield more money per bed occupancy than
many others.

Thisis compounded by the fact that altruistically donated organs come for free, but
transplanting them costs substantial sums of money and yields good profits to hospitals.
The public perception of conflict of interest in this area—specifically on brain death
certification—isamajor factor that led to aseriesof knee-jerk reactionsin Kerala, ahighly
literate state where a steep drop was recorded in deceased donorsfrom 76 in 2015to 8in
2018.% One can understand the reluctance of hospital managements everywhere to get
involved, compounded by needless bureaucratic regulations all over the country, further
worsened by an agency of the Central Government being involved in this state subject
(statesin India have the right to take decisions in the area of health, which comes under
the State Subject list in the Seventh Schedule of the Constitution of India).”

Another issuethat needsto be kept in mindisthat thedemand for organ transplantation
is limited because it is expensive. It is only for kidney transplantation that demand
substantially exceeds the availability of donated organs, whereas demand marginally
exceeds supply for liver and is substantially lower for heart and lung, with amajority of
donated organs being wasted.® Hence, promotion of DBD ismainly for kidneys. That too,
in less than one-third of statesin Indiathat are activein DBD organ distribution.® A far
bigger need isthusfor the Central Government to focus on motivating and helping more
states to get involved in promoting infrastructure development for liver, heart and lung
transplantations in most states rather than bring in centralized control over operation of
the programme in the states that are doing well.

Theexpensefactor alsoleadsto public perception of thereality that organsgo fromthe
poor to therich.X® The transplant community, whichisfully aware of this practice, prefers
toignoreit aslong as possible. It keeps recommending to the government to addressthis
inequality through public insurance and involvement of public hospitals—sol utions that
would satisfy those who advocate them, but not the patients who need transplants, asthey
will still not get it.

Within these constraints, there is an untapped potential for DBD. It isincumbent on
those interested in tapping this potential, especially voluntary organizations, to use their
scarce resource—quality time—more on motivating and hel ping hospitalsto start DAPs
andlesson publicawarenessprogrammes. Humaninterest storiesinthemediahighlighting
organ donation have more impact on creating public awareness than expensive public
programmesand competitionsfor recordsinthe GuinnessBook.>* Experienced transplant
coordinators are consciousthat thereislittle differencein consent rates between families
that have not heard of organ donation and those that are aware.

The biggest barrier is thus not in obtaining consent, but in seeking it.> Global
experience shows that mandating certification of all brain deaths as well as required
regquest® as a solution to this is beset with many practical issues,'” whereas nudging is
known to work with hospitals. Hence, state agencies should promote DAP in hospitals
besides organizing publicity events featuring very important persons (VIPs).
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