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FOREWORD
by David Colin-Thomé,
National Clinical Director for Primary Care

The National Improvement Team for Primary Care Access and
Responsiveness is committed to primary care being accessible to
everyone. Ethnic background, sexual orientation and disability
should not prevent anyone receiving healthcare. This applies
equally to Deaf people, a group that is often overlooked.

I am glad the 2008 GP Patient Survey included a question on

deafness and provided, for the first time, some real evidence of Deaf
people's experience of primary care. As this report highlights, it is inappropriate to make
too much of the results as they need to be put in context. However, the results certainly
highlight important areas of difference in the experience of hearing and Deaf people. Are
Deaf people being denied access to interpreters? Are Deaf people more likely to be ill?
These are important questions and ones which | hope every Primary Care Trust will ask.

Having gathered this data the obvious question is "What do we do now?" | am glad this
report makes some sensible recommendations which are easily achievable. Little
changes will make a big difference. Primary Care Trusts should use the report as a
starting point from which they examine their commissioning.| would hope that each PCT
will identify someone to take forward this report and make sure Deaf access is
embedded in the Trust. The Department of Health’s GP Access Programme will

encourage and support the implementation of the recommendations outlined within
the report as part of its work on wider access and responsiveness.

Future GP Patient Surveys will gather additional data on Deaf people’s access to health
services and | hope health trusts will use this to ask questions of themselves. We will
continue to work with SignHealth and other Deaf organisations to improve access for
Deaf people. | hope Primary Care Trusts, where they have not done so already, will
develop their partnership with Deaf organisations to improve services.Together we can
ensure that the opinions and choices of Deaf people are fully taken into account.

)@b @QQ*/

David Colin-Thomé
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INTRODUCTION

This report is being published in response to the GP Patient Survey of 2008. While the
survey results were published almost unnoticed, it heralded an important milestone for deaf
health care. For this was the first time that data had been collected nationally by the NHS
which recorded whether a patient was deaf.

The significance of this cannot be over-estimated. Until now, it has been very difficult to
influence health care providers. There are countless anecdotes about deaf people seeing
their doctor, invariably receiving a poor service. But, until now, there have been no figures to
support the arguments. Indeed, no Health Trust that we are aware of routinely records
whether a patient is deaf and, if so, whether they sign (communicate in British Sign

Language (BSL)).

This lack of data makes it difficult for deaf people to convince health providers that changes
need to be made. Health providers in the past were brave if they did decide to introduce

changes to benefit deaf people.

This report is being published as the 2009 GP Patient Survey is about to be issued. Not only
will more people be surveyed this year, but the survey will specifically ask whether the
respondent is a British Sign Language user. SignHealth has worked closely with the
Department of Health and is delighted they recognise the importance of asking such a
question. SignHealth will produce a further report when the 2009 survey results are

available.
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WHAT CAN THE SURVEY TELL US?

The GP Patient Survey was answered by nearly 2 million people in England. Question 21a of
the survey asked:

"Do you have any of the following long-standing conditions? Include problems which are due to
old age. Please tick all the boxes which apply: Deafness or severe hearing impairment.”

Inclusion of this question for the first time was an extremely welcome step and we applaud
officials at the Department of Health for it. SignHealth had in the past questioned the
inequity of ethnicity data being collected but 'disability' data being ignored.

The survey data has been presented in an extremely open and transparent way. Again we
welcome the raw data being made available to patients so they can compare their practice,
PCT, or SHA with others. It also allows patients to profile the responses: so you can just look
at answers for a particular age group, region or for all people who answered a particular way
to a question.

SignHealth has used this facility to analyse the data in two respects:

a) Looking at the responses of all people who said they were "Deaf or severely hearing
impaired". This group would represent a wide range of conditions and methods of
communication.

b) Looking at the responses of all 18-34 year-olds who said they were "Deaf or severely
hearing impaired". This second analysis is an attempt to profile people who we know
are more likely to be Deaf with a capital "D", that is, those people who see themselves
as part of the Deaf community and who use BSL.

THE HEALTHCARE CHARITY FOR DEAF PEOPLE



WHAT DO THE RESULTS SHOW?

Deaf people are less happy with certain aspects of primary care. Deaf people are also
significantly less healthy than hearing peers. These are the two crucial conclusions from
looking at the data.

We have had anecdotal evidence for years of poor experiences for deaf people in the health
service. However, we have never had any quantitative data to support this. While it would be
wrong to read too much into these figures, they certainly do lend support to many
commonly held beliefs.

TELEPHONE ACCESS
/

There is clear dissatisfaction amongst deaf In general, are you satisfied with how easy
it is to get through to someone on the phone

at your doctor’s surgery?

\

patients in relation to telephone access. This is

unsurprising - indeed, it's surprising that many o )
Dissatisfaction among Deaf respondents
(18-34) was far higher than for hearing

access. We know that expectations among respondents (21.7% compared to 16.9%)

deaf people are often low and this may be

deaf people were satisfied with telephone

manifested here. Generally, a lot of deaf people “put up” with a poorer service and do not
consider it bad. They will often get someone else to make the appointment for them.

With the technology available to even the smallest GP practice, deaf people should face no
difficulty contacting the surgery.The Disability Discrimination Act now applies to the health
service and it would be very difficult for a practice to argue that there was only one way for
a patient to contact the surgery. Some deaf people will use a textphone (minicom) or fax,
but increasingly SMS (text messaging on a mobile) or e-mail will be preferable.The key
action is for the practice staff to discuss the means of communication with the patient to see
what will work best for them.

PREFERENCE FOR A PARTICULAR DOCTOR

There are many reasons for patients wanting to

4 In the last 6 months, have you ever wanted A
to make an appointment with a particular
doctor at your GP surgery?

Over half of Deaf patients (50.1%)

and this is essentially because of compared to 41.9% of hearing patients
communication.Once a patient establishes wanted to see a particular GP. We imagine
that if Deaf patients across a wider age
range were asked, this difference may be
even more pronounced. Deaf people may
to see someone different. Many deaf people prefer doctor A because they can lip-read

have reported problems when seeing a locum | her more easily, or they explain things
more clearly than doctor B.

- J

see a particular clinician. However, it is
interesting to note that deaf respondents were
more likely to want to see a particular doctor

some system of communication with a doctor,
however poor it may be, they will be reluctant

or different doctor as setting up a system of

communication has to begin again.
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This is often an ‘unspoken’ negotiation. The doctor may quickly realise that the patient has
some degree of deafness, but may not know how to respond. Rather than broach the
subject, the doctor then tries basic strategies (e.g. raising their voice). Most patients feel
disempowered when seeing a doctor and few will want to start by addressing the question
of communication. Most will try to struggle through in response to the doctor’s lead. Many
deaf people prefer particular doctors because they are easier to lip-read, e.g. a doctor who
does not have a beard and has a clear mouth pattern.

With the changes in primary care there is an obvious concern that the link between GP and
patient may not be as strong in the future. If this is the case then the need for establishing
and recording the means to achieve good communication in a consultation will be more

important than ever.

Basic training for clinical (and non-clinical) staff would address this concern quite simply.

REFERRAL RATES TO SPECIALISTS

The results suggest poorer health among = In the last 6 months, has your doctor referred )

deaf people.The proportion of people you to see a specialist? By specialist we mean
referred to a specialist in the last six someone like a hospital doctor who you would

months was 36.6% among deaf people see for treatment or further examination.

compared to 26% for hearing people. A Among 18-34 year-olds this revealed a higher
referral rate, 34% compared to 22.1%. This
suggests poorer health among the Deaf
attributed to audiology referrals, but it population. Among the wider deaf population
suggests that — for some reason — deaf there is also a marked preference for seeing a
particular doctor.

small part of this disparity can probably be

patients are experiencing more illness

)
requiring specialist input.
THE NUMBER OF APPOINTMENTS
4 How many appointments have you made with a )
The data provided by the Survey is doctor at your GP surgery in the last 12 months?
extremely valuable but, in this case, Responses to this question were perhaps most
raises more questions than it worrying of all. The distribution of Deaf patients was

skewed towards the higher end when compared to
the hearing population. As soon as you looked at
those people who had more than seven

hearing patients? This is obviously an | appointments, there was a far higher proportion of
important question, both in terms of | Deaf people. For instance, only 0.6% of hearing
patients had over 26 appointments in the past six
months. Among Deaf respondents the figure was
terms of demand on the NHS. 2%. Among the wider deaf population the figure
Doctors are providing more was 1%.

Obviously the results do not tell us why Deaf people
are making more appointments than expected.
However, other evidence can help provide some of
the answers.

- J

answers.Why are deaf patients
seeing their GP more frequently than

the health of deaf people but also in

appointments to deaf people than
their hearing patients.
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Based on anecdotal evidence, there are likely to be three main reasons for the higher
number of appointments.

a) Missed appointments — The RNID’s report A Simple Cure[2004]provided data which
suggested that 24% of deaf people had missed appointments because of poor
communication, such as being ‘called’ when it was their turn. A shocking 19% had
missed more than five appointments because of communication difficulties.

b) Repeat appointments — Consultations are often wasted because of poor
communication. Frequently, the Deaf person leaves the appointment unsure of what
has been discussed, what might be ‘wrong’ with them, and what happens next.
Research from Manchester University [Reeves 2004] supports this:

About half the people without ' ™\

“She replied that the nurse had called out
my name several times but | did not respond. |
understand the doctor and did not was so angry and wrote on the pad that | was
ask all their questions. The deaf and couldn’t hear people calling out my
name!” Deaf patient who found herself still

in the waiting room when everyone else
by a relative was only slightly better, had been seen.

communication support could not

experience of Deaf people supported

usually because family members \ "

were selective in what they passed on. About one in three thought the doctor
had not tried very hard to communicate, and some thought the doctor just
wanted to be rid of them. Most doctors, however, did make a good effort to
communicate and people often praised doctors who followed the basic rules of
Deaf Awareness. However, when doctors tried to communicate in writing, the
Deaf person often could not read the doctors’ handwriting or understand the
medical words.

Similarly, A Simple Cure found 35% of deaf patients were unclear about their condition
because of communication problems.This extended to not being able to follow
instructions for taking medication.

This poor communication often leads to ' “The problem with that is that | have to )

repeat appointments. The patient may want | phone that morning at 8.30am for an

to try again in the hope that they will appointment with the GP if am unwell
and not book in advance with an
interpreter. | could see the GP later in that
followed, the patient is more likely to still be | day if they can find an interpreter that is

understand more. If the initial advice is not

suffering. available. Otherwise | am forced to write
things down, and I feel they are not
¢) Poorer health among deaf people — There bothered.Thus in the end, | try to avoid

the GP all together because | can not be
bothered if they are not making effort.”
(Reeves, et al)

deaf people are more likely to experience J

are serious public health concerns about
deaf health.We know from research that

mental health problems, perhaps even twice as likely as hearing people.
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What makes these results particularly disturbing is that we know that an additional,
significant group of deaf people avoid seeing their doctor because of communication
difficulties. A Simple Cure suggests that 15% of deaf patients and 30% of Deaf (signing)
patients avoid seeing their GP.

d) Unfortunately, almost no research into the physical health of deaf people has been
done in this country. Research from Austria suggests that the incidence of many
diseases and illness (such as cancer and hypertension) is far higher among Deaf
people.

Research in Sandwell from Dr Jeetesh Patel, as yet unpublished, indicates poorer
health among Deaf participants than the wider community. The reasons for this
disparity will vary. We know that health promotion information is rarely accessible to
Deaf people so we can assume that health ‘knowledge’is very low among some Deaf
people. SignHealth has run a series of workshops around the country for Deaf people
and the level of knowledge was worryingly low.

There may also be higher incidence rates for some conditions because they are
associated with the cause of deafness, e.g.an iliness that led to deafness may have
resulted in a particular condition, such as Schilder’s disease.

e) The GP Patient Survey results show a higher incidence of ‘iliness’among deaf
respondents. 2.5% of deaf respondents had a learning disability compared to 1% of
the hearing population. Similarly, 9.4% of deaf respondents were blind (or severely
visually impaired) compared to 1.3% of hearing people.The different incidence rates
are even more pronounced when comparing Deaf respondents (18-34) with their
hearing counterparts. In response to the question on “a condition that substantially
limits one or more basic physical activities...” 3% of hearing respondents ticked “yes”
compared to 13.3% of Deaf respondents.

The fact that currently nobody can offer any real answers for this health disparity is alarming.
The health of deaf people has continually been overlooked and most people are unaware of
the significant problems that exist within the system. SignHealth will shortly be leading a
commissioning group carrying out a large scale piece of research into this area and the
charity will continue to lobby for improved health services and access to health services for
deaf people.

AND THE COST OF IMPROVING SERVICES?

Staff throughout the NHS should review their practice to see whether improvements can be
made for deaf people. This will often have a positive effect on patient care generally. If a
service is working well for deaf patients then it is probably working well for all patients.
Deaf Awareness training for staff will give them an understanding of the care pathway [the
patient’s journey through the system] and demonstrate the barriers deaf people face.

THE HEALTHCARE CHARITY FOR DEAF PEOPLE
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It is worth considering the size of the deaf population.The RNID estimates that one-in-seven
people (nearly 9m) are either deaf or have a hearing impairment which is clearly a sizeable
proportion of any patient list. However, the exact number of Deaf people in the country is
hard to estimate because records are so poor. The national audiology screening programme
for babies seems to confirm that slightly more than 1 in 1,000 people are born Deaf, with
more becoming Deaf at an early age. Interestingly, the GP Patient Survey suggests that
approximately 1% of the population is Deaf (based on respondents’ answers from an age
range that precluded age-related deafness). With deafness so commonplace, there are no
practices in the country who can say deaf health is not an issue for them.

The cost to deaf people in terms of poorer health is not something we can even begin to
calculate. But we know from many case histories that the human cost of poor healthcare can
be significant. We also know that the problems that do arise are normally preventable.

In addition to the personal cost, the NHS is also spending inefficiently in this area of care.
When it does have contact with deaf people it does not always do so in a cost-effective way
as we have already identified in this report. Added to which, services often do not reach deaf
people until problems and illnesses have become more serious and may require more
frequent and costly interventions.

If we look at the Survey results for the number of appointments made, then there are
approximately 625,000 more appointments made by deaf people than would be expected
in a hearing population. If we assume an average appointment costs £25, then that is a cost
every year of £15.6m. If just a fraction of that money was spent on making services more
accessible and addressing health inequalities, the NHS would see a net gain each year.

Similarly, in 2004, A Simple Cure estimated that missed appointments for deaf and hard of
hearing patients costs the health service £20m every year and it’s reasonable to assume that

a sizeable proportion of this would be in primary care.
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WHAT CAN BE DONE?

Action can be taken at all levels of the health service. Fortunately, nothing that is
recommended here is difficult or expensive. It just requires a commitment to tackle each
area of health inequality faced by deaf people.

AT GP PRACTICE LEVEL

+ Review patient lists to identify which patients are deaf. In partnership with these
patients, agree and record a communication strategy that follows the patient’s path
from making an appointment to getting a prescription. Patients whose first language
is BSL should have this recorded under“Language” in their notes/patient record
system. A new Directed Enhanced Service (DES) payment will incentivise this.

+ The frontline importance of receptionists is often unrecognised by policy makers, but
they play a crucial role for patients. Their attitude and responsiveness can make a
huge difference for deaf patients and can influence the work of colleagues. At least
one receptionist in each practice should undertake Deaf Awareness training and
promote good practice within their teams.

+ All practices currently have free access to SignTranslate (a subsidiary of SignHealth).
This is a website which provides commonly asked medical questions in BSL. It also
allows clinicians to connect to a remote interpreter. See www.signtranslate.com for
more details.

GP PRACTICES AND PRIMARY CARE TRUSTS (PCTs)

+ Co-ordination with other practices and the PCT will mean that some services may be
best delivered in partnership e.g. screening days, health information, etc.

PCTs

« If the PCT has a contract for BSL interpreting then this needs to be publicised to both
patients and staff, including the details of how to book an interpreter. This should be
scheduled to happen every year as a reminder to staff and to allow for staff rotation
and trainees moving to new placements.

« All PCTs should have made contact with local Deaf organisations before writing their
Disability Equality Scheme. It is important to involve Deaf people in all consultations,
not just those that focus on disability in general.

+ Regularly evaluate the commissioning framework to ensure deaf people receive an
equitable service. This is particularly important with World Class Commissioning and
the move to prevention. PCTs must have processes for monitoring whether deaf
people are receiving an equitable service and this needs to be built into the
monitoring of all services.
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+ Use future Patient Surveys to analyse deaf patient responses and formulate action
plans.

+ Promote the commissioning of SignTranslate in all GP practices in the area.

STRATEGIC HEALTH AUTHORITIES (SHAs)

+ Performance management of PCTs should include their role in commissioning and
monitoring deaf health care. If PCTs can demonstrate they are making progress for
deaf patients that will be a good indicator that services for the wider public are
improving.

NATIONAL - THE DEPARTMENT OF HEALTH

+ The health of Deaf people goes far beyond primary care. Unfortunately, there is no one
individual within the Department of Health or the NHS who has responsibility for
considering services for Deaf people. Every new initiative affects deaf people and yet
there seems to be little thought given to what the impact will be on this group. If the
DH consulted and involved Deaf people and groups that would certainly be welcomed.
However, change is far more likely to happen by having a named individual within the
Department whose role includes responsibility for ensuring that the Deaf perspective
is considered.

+ The DH should recognise that they have a role in encouraging local action for scattered
‘minority’ groups. There will always be a tendency for practices and PCTs to focus on
the main issues of the whole practice and area populations. This leaves smaller groups
marginalised. The DH has a role in ensuring these minority groups are not overlooked
and this could be done by including the views of deaf people in other health
initiatives. Many of the No Patient Left Behind recommendations could be extended to
include Deaf patients: such as ensuring compliance with the DDA, working with the
Royal College of General Practitioners on accreditation and developing ‘patient
navigators. Likewise, training programmes based on communication with patients who

have a learning disability could also be extended to include Deaf people.
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FINALLY

The GP Patient Survey results confirm what has been suspected for a long time. Deaf people
are less satisfied with access to primary care, and are probably less healthy as well. The lack
of reliable and useful data up until now is surprising but the survey results offer an
opportunity to start to address the health inequalities faced by deaf people. The 2009 GP
Patient survey is planned to cover a larger sample (around 6m people) and will include
additional questions which will highlight deaf patients’ access. The Healthcare Commission
is also gathering data from deaf patients about their experience of primary care. We hope
this data will be made public to benefit both health services and deaf people.

The GP Patient Survey carried out in 2007 provided (" And it can be done well.... A

interesting data on satisfaction levels among Black ‘I have to say my experiences with

and Minority Ethnic (BME) respondents. Indeed, the the NHS have generally been
Secretary of State for Health was concerned enough | positive, | believe it’s just about
to ask Prof. Lakhani CBE to investigate and write a using your common sense and

report. The subsequent publication, No Patient Left pointing the health service
towards the right direction in terms
of access. | was always offered an
interpreter for my chemo sessions

and appointments with the cancer
“Deaf” for "BME" throughout the report — the same doctors.” (Reeves, et al)

Behind 2008] looked at some of the reasons for
dissatisfaction among BME groups. We believe that it
would have been possible to substitute the word

issues and solutions apply to both. \_ Y,

We have also seen recognition that people with mental health problems are generally less
healthy. The Disability Rights Commission report Equal Treatment: closing the gap
highlighted many issues that are applicable to Deaf people, e.g. diagnostic overshadowing,
where a health problem is considered part of being deaf. The reverse is also often the case
where diagnosis is made with no appreciation of the deaf context. The recent Healthcare for
All report by Sir Jonathan Michael also shows that the Government takes seriously the
health needs of people with a learning disability. We hope this will be followed by official
recognition that deaf people also receive a poor service.

What is now clear is that primary care services need to change. Not in any dramatic way but
one which brings about a change in attitude, which in turn brings about improvements to
deaf peoples’ health experience.

Changes of this kind would not be costly and indeed, the long term would see some
significant cost savings. More importantly, deaf people would be able to access health
services on an equal footing with hearing patients. They would no longer feel and be
treated like second-class citizens.
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The NHS is subject to many targets and tests. We also have a simple test which when applied
will demonstrate if the NHS is ‘fit for purpose’in respect of the deaf community: can deaf
people live as long as hearing people, and with the same quality of health?

It's not an unreasonable question and for most people working in the NHS it's probably not
one that has ever occurred to them.We sincerely hope it’s a question people will now begin
to ask.
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