Modern day freak
shows?

What do disability and health organisations think about the
current trend for sensational, ‘extreme biology’, television
documentaries? Is it education or exploitation?

A survey conducted by the Voluntary Action Media Unit recording the opinions
of users of the BBC’s disability site, Ouch! and the responses of charity
representatives listed on the askCHARITY.org.uk database.
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Background

The Voluntary Action Media Unit prepared an online survey on television
“shock docs”. One survey was sent to the PR representatives of disability,
health and mental health charities via www.askcharity.org.uk, a database of
charity media contacts. These respondents all worked for their charity in an
unpaid or paid capacity.

An almost identical survey was posted on the BBC Ouch! website
(www.bbc.co.uk/ouch), a site about disability with a high proportion of
disabled users.

209 people responded to the survey sent to charities and 123 to the survey
posted on Ouch!

The survey questions referred to recent real life, science and health television
documentaries, such as:

It's Not Easy Being A Wolf Boy (Five)

The Man With The Seven Second Memory (ITVv1)
Teenage Tourette’s Camp (ITv1)

The Family That Walks On All Fours (BBC2)

| Gave Birth To A Mummy (Five)

The Eighty-year-old Children (Channel 4)

Overall findings

Amongst those surveyed, all of whom had a disability interest, there was
considerable disquiet about the marketing and to a lesser extent the content
of these kinds of programmes. Ouch! users tended to be more unhappy
about both aspects of the programmes, and many felt that the programmes
were harmful to the image of disabled people. Those who work for disabled
charities were more inclined to be positive, particularly about the educational
value of the programmes. Many respondents pointed out that there were very
few programmes on television which featured disabled people. In this
context, they felt these programmes were better than none, but wished there
were a greater variety of programmes about disability.

Who responded?

The majority of those who responded to both surveys were age 31-50.
Overall those who responded from charities were older than Ouch! users.
Around a quarter of charity respondents classified themselves as disabled,
while the vast majority (85%) of Ouch! respondents said they were disabled.

The majority of respondents to both surveys had watched 1-5 of these
disability documentaries, though 12% in each survey had watched none at all.



Do these documentaries change attitudes towards disabled people?

There was a sharp difference of opinion between disabled and non-disabled
people as to whether the documentaries changed public attitudes for better or
for worse. The majority of Ouch! users felt that the programmes changed
public attitudes for the worse, while most charity respondents felt they had a
positive impact on attitudes. The non disabled respondents in both groups
were more positive about the impact of the programmes than those who were
not disabled — non disabled Ouch! users, though small in number, thought the
programmes changed attitudes for the better.

Amongst the positive comments were:

“l hope they improve attitudes toward the disabled. Where it does help is if
the program is done correctly, the technical information about the disorder
may help someone in the future get a diagnosis or more understanding at
work. | would love my disability to be profiled in a TV show”. Disabled Ouch!
user

“The docs are eye openers with fantastic reach...they can give some great
insight info how people live and an opportunity to show that while some lead a
normal life there are others who go a whole lot further and love it!” Disabled
Ouch! user

“Although it is shocking to see some of these documentaries, | do feel that it is
important for the general public to know that these illnesses exist. It is good
for people to realise just how lucky they are if born without a disability
otherwise they may go through life not knowing” Non disabled charity
representative

Among the negative comments:

“Usually the conditions shown are so unusual or rare — how can this change
attitudes towards disabled people in general?” Non disabled charity
representative

“I think they tend to reinforce the view that disabled people are either tragic
victims or brave & plucky, which discredits the image we are trying to give as
equal but different” Disabled user Ouch!

“They are fetishistic and parasitic. Made by ghouls who think they can parade
disabled people for money like they used to in Bedlam”. Disabled user Ouch!

How did respondents describe the programmes?

See Figure 1

Respondents had to choose from the following descriptions and could choose
as many as they wished or none: educational; offensive; entertaining, moving;
important for raising public awareness; modern day freak shows. PR



representatives for charities used much more positive descriptive terms than
Ouch! users to describe the programmes. The most popular descriptor (from
a given list) amongst charities was educational, followed by moving and
important for raising public awareness. The top three descriptors amongst
Ouch! users were: modern day freak shows (marked by 60%), followed by
educational and moving. Examples of the comments are:

“l am fascinated by these programmes and wonder at how people cope every
day with what the rest of us find horrific. Therefore | am being educated as
well as entertained and learning that these “strange people” laugh and cry like
the rest of us” non disabled charity representative

“These programmes strike me as voyeurism that tries to pass themselves off
as educational or uplifting” non disabled charity respresentative

“For me they are all of the above because while they can be educational,
moving, etc, the line gets invariably crossed and they become more like "freak
shows". Disabled Ouch! user

How did respondents feel the people featured in the documentaries were
portrayed?

See Figure 2

A similar pattern emerged in responses to this question as to others, with
charity employees being more positive than Ouch! users. Respondents were
given a choice of descriptors including victims, brave and freaks. The most
popular epithets amongst the charities were brave (top) followed by victims
and real human beings. Most Ouch! users felt the people in the
documentaries were portrayed as victims, followed by brave and freaks.

Comments:

“Again it depends on the presentation — someone like Alison Lapper is very
positive and admirable. But others can be portrayed negatively” Disabled
Ouch! user

“I think there is a difference between people able to consent and influence,
and children whose privacy is invaded” Ouch! user

“They are victims of the TV companies who exploit them with the promise of
increased disability awareness. It is good to have more disabled people on
our screens but it is a very limited portrayal. Some do manage to come across
as Ambassadors but not due to the programme makers expertise or
encouragement”. Non disabled charity rep

‘Jonny Kennedy did more to raise awareness about his condition than any
high costing marketing ploy. In turn, that has helped the charity and given
inspiration to others” Non disabled charity rep



Why did respondents think TV channels commission and show these
documentaries?

Respondents were given a series of possible options for why the TV industry
airs these programmes. Both Ouch! users and charity representatives opted
for the same top three - for shock value, to increase viewer ratings and for
entertainment purposes. Few opted for "public value" reasons such as to
educate viewers about health/disability. More Ouch! users opted for “for
shock value" than any other option, while "to increase viewer ratings" was the
most marked option for charity representatives .

"l think most of the commissioners of these programmes have good intentions
to educate to start with, but this always gets lost along the way and in my
experience they can easily forget they are dealing with real people " Charity
employee, non disabled

"TV channels have a responsibility to include a certain amount of factual and
documentary programming in their offering. These programmes, perhaps
cynically, tick that box." Charity representative non disabled

“In response to a film about the Homeless World Cup - | know of one
Commissioning Editor at C4 turn down a film saying she wanted to see
“tramps playing football" not the positive images of young homeless people
improving their lives. | would imagine similar views are expressed in relation
to these documentaries.” Non disabled charity representative

"These programmes are the worst elements of tabloid, sensationalist
television. Created purely for entertainment purposes, for the audience to
laugh at, or feel sorry for people who they assume are less fortunate than
themselves. These programmes do nothing to educate people about
disability". Disabled Ouch! user

"I think it can be a mixture of any of the above reasons, again depending on
the type of impairment the documentary is portraying, especially if it is about a
child with a terminal disability. These documentaries rarely seem to celebrate
disability, but still can increase awareness and/or educate”. Disabled Ouch!
user

The Titles and Marketing of the Documentaries

The survey asked particularly whether the titles of the programmes are a true
and fair reflection of the content and tone of the documentaries. This issue
united respondents with the majority in both surveys saying that the titles do
not represent the content of the programmes. Respondents were not asked
about the marketing and trailing of programmes but many respondents
commented about this as well. Among the comments were:

"The titles sound like lines from old comic books". Disabled Ouch! user



"I don't blame the producers for the titles they choose - they are trying to
attract as many viewers as possible. Interesting title - more viewers. Boring
title- less viewers" Disabled charity representative

"They're a cheap sell, though Horizon's 'The Woman Who Thinks Like a Cow'

showed that they can be used intelligently (and | suspect in this single case
ironically)" Disabled Ouch! user

Should ‘Extreme Biology’ Documentaries be shown on TV?

Despite the huge number of negative comments about the programmes, the
majority of respondents still felt these programmes should be shown on TV.
However a sizable minority of respondents in both groups felt these
programmes should not be shown. The comments indicate frustration among
many respondents that these programmes make up a large part of

disability coverage and portrayal on TV.

"If the TV channels do more to raise awareness of common illnesses and
disabilities, this would provide the context within which rare illnesses can be
viewed. At present, TV companies are just making money out of people's
misfortune" Disabled charity rep

"If it were not for some of these documentaries | would not have known that
some of the conditions featured existed, | have been educated but i think that
more people with disabilities should be featured in not only documentaries but
in films, soaps, reading the news in fact in all areas of the media". Non
disabled charity rep

“No special disability shows. Insert real disabled actors instead in everyday
shows showing how life is, everybody together struggling in the same melting
pot, this would be appropriate awareness raising". Disabled Ouch! user

"As a disabled person, with a rare genetic condition, | would like to see
programmes which reflect my life as a disabled person. These programmes
contribute to the prejudices which disabled people face, particularly people
who look or behave differently. These documentaries reinforce the worst
attitudes towards disabled people". Disabled Ouch! user

Other Comments Made by Respondents to the Survey:

“As a parent with a child with a rare disability (Prader Willi Syndrome) the
media coverage given to this syndrome increases not only public awareness
but also that of workers in the health Services. My son has been a subject of
such a programme and overall the result was positive. There were attempts to
sensationalise his problems and get 'good/shocking’ footage but parameters
need to be drawn with the company prior to filming”

Non disabled charity representative



“They're fantastic - | know how 'The boy whose skin fell off' impacted on my
friends and completely changed their attitude to EB. Also the one on Prader
Willi syndrome got people asking us questions” Disabled charity
representative

"I think the whole emphasis is money orientated, do any of the people
featured make money? Do any of the charities working to help and research
these conditions receive donations after the programmes are shown?"
Disabled charity representative

"I have found some of them interesting to watch, but that doesn't mean we
should watch them. There is the phrase just because something is interesting
to the public does not mean it is in the public interest’, here, just because
something is interesting does not mean it is in anyone's interest to see it".
Non-disabled Ouch! user.

"I wish the commentators would enable people to tell their own stories in their
own voices. Also, rather than consulting doctors and researchers as "experts,
consider people with the disabilities and disability rights/independent living
movement people as the experts”. Disabled Ouch! User

n

(Ends)

For any further information about this survey please contact Flora
Jenkins or Penelope Gibbs at the Voluntary Action Media Unit
(www.vamu.orq.uk) Tel: 020 7785 6390




Figure 1: Do you think these types of “real life” science / health documentaries are...
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Figure 2: On the whole, do you feel that the people featured in these documentaries are...
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