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An overview

Health Passports: A survey
Improving healthcare access for people with a learning
disability.
Why did we carry out this investigation?
Health Passports have been in use in Buckinghamshire by people with a
learning disability, for nearly 2 years. Buckinghamshire Learning Disability
Services and Talkback wanted to make sure that they are working well
for the people using it, so this project was undertaken to find out what
people thought about them.
Why was it important to do?
This survey and its findings provide a valuable insight into how Health
Passports can improve healthcare access for people with a learning
disability.
Their widespread application observes the requirement by healthcare
providers to make ‘reasonable adjustments’ as directed by the Disability
Discrimination Act (1995) and complies with the expectation of the
Disability Equality Duty (2006) that people with a disability should not
only be treated ‘the same’ as others but that in order to achieve equal
outcomes, as and when required, they should be treated differently.
As a direct consequence, Health Passports can ensure that any
institutional discrimination (Mencap:2007:1), diagnostic overshadowing
(Disability Rights Commission:2006:42) or health inequalities (Disability
Rights Commission:2006:31) experienced by people with a learning
disability are highlighted and addressed.
Furthermore, as this survey actively involved people with a learning
disability, it identified how these individuals can be supported and
encouraged to help design services that truly deliver person-centred care
(Department of Health:2007:16) and become active partners in managing
their own health (Disability Rights Commission:2006:43).
Health Passports can be used as an innocuous tool for taking forward the
learning disability agenda. They can improve the quality of healthcare
services, making them more accessible to people with a learning disability
and enhancing the patient experience.
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How did we do it?
We widely distributed questionnaires to people with a learning disability,
their family carers, learning disability staff and healthcare workers
asking them what they thought about Health Passports.
We also interviewed many individuals and found out more about personal
experiences through letters, telephone calls and other communications.
What did we find out?
We found that Health Passports are regarded as:
9
9
9
9
9
9
9

a good idea;
an informative tool that makes information easy to understand;
useful when going into hospital or in an emergency;
assisting the communication with health professionals;
providing an accurate picture of individuals’ health needs;
acting as a memory aid;
used beyond Buckinghamshire borders and also taken on holidays.

We discovered that some of the pages of the Health Passports need
revising and that valuable information can be added.
There are individuals who would like to see another version of the Health
Passport developed to meet the needs of people who are able to read and
understand information more easily.
We learnt that generally people with a learning disability require some
form of support in the use and maintenance of their Health Passports.
We also found out that the profile of Health Passports and their use by
people with a learning disability need to be raised again and sustained.
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What do these findings tells us?
These findings tell us that:
1. this report and its findings need to be published and widely
circulated and made available on the www.healthpassport.co.uk
website;
2. there are pages in the Health Passports that require refreshing
and updating;
3. new pages containing valuable information need to be incorporated
within the current Health Passport;
4. revised and additional pages require distribution to existing Health
Passports’ holders;
5. complete (updated) versions of the Health Passport need to be
assembled for prospective holders;
6. an additional version of the Health Passport for people who are
able to read and understand information needs to be designed;
7. this other type of Health Passport must be widely publicised and
distributed to those who would prefer this version;
8. the dedicated telephone line and the www.healthpassport.co.uk
website needs to continue;
9. the 2008 Health Passport edition need to be re-launched to a
widespread audience, including:
a. people with a learning disability;
b. family carers ;
c. members of learning disability staff, from both statutory
and private provision;
d. members of healthcare staff, from a diverse range of
healthcare services.

To find out more
If you would like find out more about Health Passports please go to:
www.healthpassport.co.uk
You can also contact Talkback on: 01494 434 448
Dedicated Health Passport telephone line: 01494 434 449
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A foreword
Health Passports were launched in 2005 in response to the healthcare
needs of people with a learning disability, living in Buckinghamshire. They
are patient-held records that were designed in close consultation with
people with a learning disability and those that are involved in their lives.
The www.healthpassport.co.uk website was also developed to accompany
the release of Health Passports and it is still an active resource.
1,415 copies of Health Passports were distributed to people with a
learning disability by Talkback, through learning disability staff. These
employees included those working within residential, day opportunities
and community team settings and also involved private providers of
learning disability services.
A further 279 copies were also circulated as samples to staff working
within Buckinghamshire County Council and Buckinghamshire Primary Care
and Hospital Trusts. This included GP surgeries and hospital staff at a
health conference.
The initial compilation of this survey resulted in the updating of contact
details in a page of the Health Passport and in the www.healthpassport.co.uk
website. In addition, a further 85 Health Passports were distributed
(some of which were circulated as samples) and 4 requests for extra
pages were recorded.
Unused Health Passports were recalled for distribution to other
interested parties and 108 were returned.
Health Passports have also been included in the programme of Talkback’s
Disability Awareness sessions for GP surgeries and to date, 10 practices
have received this training.
In June 2007, Buckinghamshire’s Hospital Volunteers Department
received a sample copy of a Health Passport, alongside training for their
hospital volunteers by a young person with a learning and physical
disability, who was supported by learning disability staff and Talkback.
Another session included a member of hospital management staff and a
non-executive director of the hospitals’ board.
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This training has now been extended and redesigned to meet the needs of
hospital staff and a draft edition has been presented to the Director of
Nursing and other senior members of staff from Buckinghamshire
Hospitals NHS Trust. The findings of this survey and the re-launching of
Health Passports within a hospital setting, has been incorporated within
this session, which will be inaugurated in Spring 2008.
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The main stages of this survey
Rationale
Health Passports have been in use in Buckinghamshire by people with a
learning disability, for nearly 2 years. Buckinghamshire Learning Disability
Services and Talkback wanted to make sure that they are working well
for the people using it, so this research was undertaken to find out what
people’s thoughts and experiences were on Health Passports.
The aims and objectives of this survey
Aims:
1. to evaluate the effectiveness of Health Passports for improving
the access to healthcare services, for people with a learning
disability;
2. to identify people with a learning disability that would like a Health
Passport;
3. to ensure that the data collected from this survey, informs the
future countywide development, distribution and delivery of Health
Passports and that they are underpinned by the White Paper
Valuing People (2001:23) key principles.
Objectives:
a) In order, to evaluate the effectiveness of Health Passports for
improving the access to healthcare services, for people with a learning
disability and to identify people with a learning disability that would like a
Health Passport, the first set of this project’s objectives were:
1. to develop and distribute questionnaires (via post, email or through
a family carer or learning disability staff) to people with a learning
disability;
2. to develop and distribute questionnaires (via post or email) to
family carers and learning disability staff;
3. to develop and distribute email questionnaires and emails
requesting feedback to healthcare staff;
4. to undertake face-to-face/telephone interviews with individuals,
who have completed the optional contact section of the
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questionnaires and/or have requested further information and/or
would like to offer further feedback about Health Passports;
5. to issue people with a learning disability with a Health Passport,
should they ask for one or through the request of a family carer,
learning disability and/or healthcare staff.
b) In order, to ensure that the data collected from this survey, informs
the future countywide development, distribution and delivery of Health
Passports and that they are underpinned by the White Paper Valuing
People (2001:23) key principles, the second set of this project’s
objectives were:
1. to produce a summarised edition of this report and its findings;
2. to make both versions of this report available electronically via the
Health Passport website;
3. to widely distribute the findings of this survey to people with a
learning disability, family carers, learning disability staff and
healthcare personnel;
4. to present the findings of this survey to the Buckinghamshire
Learning Disability Partnership Board, Commissioning Team, other
local health and social care bodies and interested parties;
5. to publish the findings of this survey, with links to the Health
Passport website, via learning disability forums, learning disability
organisations, academic journals and/or other relevant literature,
including generic press publications;
6. to promote the White Paper Valuing People (2001:23) key
principles: rights, independence, choice and inclusion of people with
a learning disability in the development, dissemination and delivery
of the Health Passport Project.
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Reviewing the literature on patient-held records
The four key principles that lie at the heart of the White Paper Valuing
People (Department of Health:2001:2-3) are rights, independence, choice
and inclusion. These core beliefs were set out to ensure that people with
a learning disability (and their family carers) could live full independent
lives and be active members of their local communities.
Within its agenda and regarded as high priority was the improvement of
the health of people with a learning disability and their access to
healthcare services (Department of Health:2001:6).
The latest consultation document Valuing People Now: From Progress to
Transformation (2007a:12) reiterates these concerns and highlights how
NHS access for people with a learning disability is “often poor and
characterised by problems that undermine personalisation, dignity and
safety. At its worst, reports have suggested that this leads to abuse,
undiagnosed illness and in some cases avoidable death”.
The Disability Rights Commission (2006:43) recommends that people with
a learning disability (their family carers and supporting staff) should be
able to participate or receive the appropriate help in programmes, which
encourage individuals to manage their own physical health needs. Health
Passports are identified within these recommendations and learning
disability community teams have been advised to offer Health Passports
to people with a learning disability, which are associated to an individual’s
Health Action Plan. A Health Passport supplements the information held
in an ordinary patient record and are “designed to empower the patient in
accessing health services” (p.46).
There are varied examples of patient-held records that have been
designed to improve the access to healthcare for people with a learning
disability. For example, in June 2001 the Hospital Book was produced for
people with a learning disability living in Barnet. It was specifically
designed to help people with a learning disability communicate their
personal care needs and medical information to healthcare staff within a
hospital setting (Olayide:2003:i).
The Hospital Book is a 35 page volume that contains a record of personal
information and health and social care needs; a set of forms that track
healthcare concerns and interventions; and a catalogue of picture sheets
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(Olayide:2003:2). It was launched alongside hospital guidelines, a learning
disability rolling training programme for hospital staff and the
identification of Barnet Hospital link nurses as a point of contact within
each of the hospital’s departments. An audit of the Hospital Book project
was undertaken in 2003 and involved face-to-face interviews with staff
working in residential homes and day centres for people with a learning
disability, family carers of people with a learning disability and Barnet
Hospital Link nurses (Olayide:2003:i).
This audit revealed general themes and suggestions on how to improve the
Hospital Book but identified the lack of coordination and awareness of
the book as the real issues. Nonetheless, it was felt that the audit’s
recommendations could make a real difference, as many of the
respondents believed that the Hospital Book was “a very good idea”
(Olayide:2003:16).
Another example is the Personal Health Profile (PHP) developed by
Oxleas NHS Trust Learning Disability Service in 2003, for adults with a
learning disability living in the boroughs of Bexley and Greenwich and was
an initiative supported by the Department of Health. PHPs were designed
to provide medical history details; keep individuals up to date with their
health changes; assist in the coordination of input and act as a
communication aid. It also attempted to raise the awareness of the
services involved with the individual, provide information on health issues
and help patients remember information 1 .
Personal Health Profiles are currently being evaluated by a three-year
cluster randomised control trial funded by the Department of Health
Primary Care Studies Programme (Oxleas NHS Foundation Trust:2007:1).
Unfortunately, the findings of this evaluation were still not publicly
available at the time of writing of this report.

1

Further information of PHPs can be accessed via: http://www.oxleas.nhs.uk/patientinfo/php.html
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Surveys
One of the main objectives of surveys should be “to capture good,
reliable and representative data in order to conduct a scientific
investigation or collect up-to-date information” (Hart:1993:1).
However, their frequent application as a research strategy and how these
can, on occasions be conducted with illegitimate reasons in mind, may have
given rise to scepticism towards this approach. So for example, a survey
can be conducted in response “to the pressure to be doing something
about a problem…. rather than taking some other form of executive
action” (Hart:1993:1 - 2).
Sampling
In order to generalise from the results of a survey, its sample must not
only be carefully selected so that it is representative of the entire
population, but it also needs to be of an adequate size
(Denscombe:2003:21).
In fact, there are two main types of sampling techniques that can be
applied by survey researchers: ‘probability’ sampling and ‘non-probability’
sampling. The former refers to the randomised selection from a listing or
sampling frame, where each unit in the target population has an equal
chance of participating and the resulting sample represents a cross
section of the whole population (Denscombe:2003:12). In contrast, the
‘non-probability’ sampling does not involve random selection and “implies
that some units in the population are more likely to be selected than
others” (Bryman:2004:541).
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Methods of data collection
A wide variety of methods can be applied within a survey, such as
questionnaires, interviews, documents and observations (Denscombe:2003
:7).
Questionnaires
Postal questionnaires can involve large-scale mailing and are generally
received ‘cold’ by the respondents. This means that there is usually no
personal contact between the researcher and the respondents and there
is no prior notice for the respondents on the arrival of the questionnaire.
Furthermore, the high probability of their low response rates is unlikely
to portray a true representative of those being surveyed and some types
of individuals are more likely to complete and return their questionnaires
than others. However, the findings can still be ‘weighted’ according to
what is already known about the make-up of the people that are being
surveyed, such as reference to their age, gender and social class, so that
the results are eventually analysed in relation to the actual proportions of
those surveyed instead of the proportions that are returned
(Denscombe:2003:7 – 8).
Nevertheless, postal questionnaires can still cover a wide geographical
area and provide a wide and inclusive coverage of the matter in question.
Despite low response rates, large-scale mailing can still provide sufficient
information for analysis (Denscombe:2003:7 – 8).
Several steps have been suggested to improve the response rates of
postal questionnaires. These consist of the recommendation of including a
good covering letter that provides an outline of the research and
guarantees confidentiality; the provision of a stamped addressed
envelope and considerations in the design of the questionnaire, including
its length, clear instructions and attractive layout (Bryman:2004:136 –
137).
Questionnaires that are distributed via email work on the same principle
as postal questionnaires. However, the mail-shot tends to be more random
and it is more difficult to predict who and how many individuals will be
contacted. They can reach a large target audience at minimal costs and
responding is less tedious for the respondent, who can reply with a
keystroke (Denscombe:2003:7 – 8).
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Interviews
The use of interviews as a research technique generally means that a
project would benefit from a more in-depth insight of the matter in
question. They are frequently used alongside other methods of data
collection, like in the follow-up to a questionnaire. There are also several
types of interviews, ranging from the structured interview that is tightly
controlled by the researcher to the unstructured type, with its emphasis
placed on the interviewee. Interviews can be held on a one-to-one basis or
within a small group setting (Denscombe:2003:164 - 168).
Interviews are much more than a simple chat and involve “a set of
assumptions and understandings about the situation which are not
normally associated with a casual conversation” (Denscombe:2003:163).
However, prior to their application, consideration should be given to the
disadvantages associated with interviews and its varied format. These can
include their time consuming qualities, their underlying costs and the
effect of the interviewer on the interviewee. But none of this should
deny that interviews can produce rich and detailed data and offer a
flexible method of data collection that can be finely tuned, to meet the
needs of the interviewee (Denscombe:2003:189 - 190).
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Applying theory to practice
Surveys, healthcare provision and people with a learning disability
With reference to the review of healthcare provision, the Department of
Health (2007:21) identifies the experiences of patients’ as a key measure
of how health services are performing and that the application of surveys
is “a well-established feature of regulation of the health service in
England”.
Regrettably, there are groups of individuals that are currently underrepresented in these surveys. This includes people with a learning
disability and a report has been commissioned to investigate further the
best ways of addressing this lack of involvement (Department of
Health:2007:22).
The Health Passport Survey
In fact, these under-representations by people with a learning disability
in healthcare reviews strengthened the application of a survey strategy
to this project.
Surveys are not deemed as learning disability friendly and this project
also relied heavily upon the support that may be required by people with a
learning disability from their family carers, friends and learning disability
staff.
During the initial stages, the extent of responses for this project was
unknown. This was of particular importance for those with a learning
disability, as it was difficult to ascertain the ability of this survey’s
design in responding to individuals’ needs.
The diversity of healthcare provision also made healthcare professionals,
a particularly hard to reach population.
However, the Health Passport Survey Team was presented with a diverse
range of methods that could be adapted, designed and presented in
accessible formats to enable the active involvement of all its participants.
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Sampling
A variant of ‘non-probability’ sampling: convenience sampling can be
identified within this survey. The questionnaires were only distributed
within Buckinghamshire among individuals and groups of both statutory
and private providers of Learning Disability Services, Primary Care and
Hospital Trusts. As it only included members and users of these local
organisations, it can be criticised as a convenient sample for the Health
Passport Survey Team and “offers nothing by way of justification for the
inclusion of people or events in the sample” (Denscombe:2003:17).
Another form of ‘non-probability’ sampling: purposive sampling, can also be
applied to this survey (Denscombe:2003:15). The participants were ‘hand
picked’ and deemed as having a local first-hand experience of Health
Passports and as a consequence have the most valuable in-depth
knowledge to contribute to this survey.
Collecting information – questionnaires and interviews
In response to the needs of its participants and its widespread remit,
questionnaires (postal and via email) and interviews (telephone and faceto-face) were the chosen methods of data collection.
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Questionnaires for people with a learning disability, family carers and
learning disability staff
Design
Questionnaires with corresponding covering letters were designed
individually for each of these groups of respondents. Staff included
those working within residential, day opportunities and community team
settings and also involved both, private and statutory providers.
The covering letters provided the respondents with an overview of the
project and guaranteed confidentiality. Contact details of members of
the Health Passport Survey Team were also included. These letters were
designed to encourage individuals to find out more about Health
Passports and their review and to reduce the ‘cold’ receipt of the
questionnaires. It also invited respondents to contact members of the
review team, should they require further assistance or support with the
completion of the questionnaires or whether they wanted a copy of a
Health Passport or extra pages.
In order to ensure that this research identified whether Health
Passports are working well for the people using it, a variety of themes
were covered in all of the questionnaires.
These included:
9 the storage of Health Passports;
9 the support required by people with a learning disability to
complete, update and use their Health Passports in health
appointments;
9 the reception of Health Passports by healthcare staff;
9 the general design and usability of the Health Passport itself.
However, the design and presentation of each of these questions varied
for each group of respondents, acknowledging their individual needs and
increasing the probability of a higher response rate to this survey. A
variety of open and closed questions were included in all of the
questionnaires, involving a range of responding techniques from ticking in
the appropriate boxes, rating within a scale to short written answers.
In the questionnaires for people with a learning disability, the only ones in
this survey that were printed in colour with a Comic Sans MS font, the
questions were expressed in easy to read phrases, with the responding
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techniques mainly involving a tick in the appropriate box. An image
accompanied each question. These pictures were a combination of images
from the photo bank of Buckinghamshire’s Learning Disability Services
and photosymbols.
Questionnaires were then coded per respondent group category to assist
the process of data collection and to identify the views of Health
Passports from the varied group of individuals that are currently using
them. However, these codes could not reveal the identity of the
respondent.
So for example, it could only identify the respondent as a person with a
learning disability in contact with a private provider of learning disability
services or as a family carer. This could allow the findings to be
‘weighted’ according to what is already known about the make-up of the
people that are being surveyed, particularly in relation to their
relationship with people with a learning disability.
An optional page was included in all of the forms. This page included a
section where respondents could state where a Health Passport had or
hadn’t helped them. It also invited respondents to include their names
and contact details, so that any requests for a Health Passport could be
made and further information could be given. This also allowed
respondents the opportunity to raise any other views or experiences that
may have not been covered in the questionnaire or required further
discussion via face-to-face and/or telephone interviews.
Respondents were also invited to include their demographic details, in the
case of people with a learning disability or in the case of family carers
and staff, the demographic details of the individuals they are supporting.
This included gender, age and ethnicity particulars.
People with a learning disability “from minority ethnic communities have
been identified to be at particular risk of discrimination in gaining access
to appropriate healthcare” (Department of Health:2001:62). Therefore,
the importance of collecting and monitoring data on the ethnic groups of
patients using learning disability and mental health services have been
highlighted by the Healthcare Commission (2007:3). Furthermore, other
factors such as race, religion or sexuality have been identified as
significant information to achieve a better understanding of the patients
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themselves and whether services are meeting the needs of all its users
(Patel:2007:2).
Distribution
Hard copies of questionnaires and covering letters (each accompanied by
a stamped addressed envelope) for people with a learning disability,
family carers and learning disability staff were distributed through
statutory services, private providers, schools, colleges and children’s
services.
In total, the Health Passport Survey Team distributed:
1. 308 questionnaires for people with a learning disability, through
statutory services;
2. 218 questionnaires for people with a learning disability, through
private providers;
3. 120 questionnaires for learning disability staff, working for private
providers;
4. 600 questionnaires for family carers, through the Buckinghamshire
Learning Disability Service Carers’ newsletter;
5. 19 questionnaires for learning disability staff working in schools,
colleges and children’s services.
The amount that was allocated to each provider or service was calculated
in relation to the number of Health Passports that had been originally
distributed to them. Consideration was also given to those respondents
that may not have access to email facilities.
In the case of family carers, the total number distributed equalled
(approximately) the amount of newsletters that are generally circulated
by Buckinghamshire Learning Disability Service. An electronic version of
these documents was also distributed to those, who accessed the
newsletter via email.
Electronic versions for staff were also distributed via email through
managers of statutory services and private providers and through lead
personnel of schools, colleges and children’s services. Responses could be
submitted via post or through the Health Passport website with
confidentiality guaranteed at all times.
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The questionnaires and covering letters were also available to download
via the Health Passport website (Talkback:2007:1).
Questionnaires for healthcare staff
Advice was sort from lead clinicians and managers of Buckinghamshire
Primary Care and Hospital Trusts on how to best target this diverse
population. This exercise revealed email questionnaires and/or an email
requesting feedback on Health Passports, as the most appropriate way
for communicating with these individuals.
Thus for hospital staff, questionnaires were incorporated within an email
and were designed around the variety of themes that had already been
covered in the questionnaires and were distributed via a head of
profession from Buckinghamshire Hospital Trust to all ward managers.
In the case of primary care staff an email requesting feedback on Health
Passports was distributed via all Practice Managers. This included a
general description and photograph of a Health Passport.
In fact, this email was also distributed to 3 leading personnel of local
health committees. All of these communications guaranteed
confidentiality to its respondents and contact details of a member of the
Health Passport Survey Team was also provided.
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Interviews
As a complement to the questionnaire process, semi-structured
interviews were the second method of data collection that was employed
in this survey.
This empowered the respondents by offering them the option of choosing
from another method of data collection and as a direct consequence
increase the probability of a higher response rate to this survey.
The respondents could address any themes that may have required
further discussion or that may have not been covered in the questions
through a telephone and/or face-to-face interview.
In addition, an interview technique offered the respondents with a
learning disability with a flexible data collection tool that could be
accommodated to meet individual needs.
It also offered this survey with the opportunity to validate the
information that may be held in a Health Passport, against another health
record.
Making contact
The Health Passport Survey Team contacted (or attempted to contact)
everyone that completed the optional contact details section.
Telephone interviews were undertaken with the majority of these
individuals, as they didn’t feel there was a need for a more personal
meeting.
Face-to-face interviews were undertaken with the respondents that
wanted to discuss their view and experiences of Health Passports
further. Times and venues were arranged to accommodate individual
requirements.
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Anonymity and confidentiality – additional measures
Hard copies of completed questionnaires and any other correspondence
related to this survey’s responses were kept in a locked cabinet, in a
locked office. The pseudonyms that were used to refer to any of the
respondents were coded and the names and codes were stored separately
in locked cabinets, in a locked office.
Electronic copies of the completed questionnaires and any other
correspondence related to this survey’s responses were password
protected. Furthermore, all of this information was only accessible to the
members of the Health Passport Survey Team.
Upon completion, all hard and electronic copies of documentation related
to this survey will continue to be securely stored by Talkback.
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The preliminary findings of this survey
This overview refers mainly to numerical data and to several factors that
could have increased the response rate of this survey and could have also
provided further information on Health Passports.
Questionnaires from people with a learning disability, family carers and
learning disability staff
In total 160 hard copies of the questionnaires were returned and even
though not all of them were fully completed the following table itemises
all of these returns:
Numbers sent
out
308

Numbers
returned
47

% of
responses
15

218

53

24

600

37

6

120

23

19

19

0

0

1265

160

-

By whom

Other comments

People with a learning
disability, through statutory
providers of Learning
Disability services

One service had only
been using Health
Passports with clients
upon their discharge and
had only started to
support clients with
them, while they were
residents. These
residents did not
generally use generic
health services. An
education service that
received 5 of these
forms, had not heard of
Health Passports until
01/07. But were hoping
to introduce them to
students in the Summer
Term. Both of these
services were unable to
contribute to this survey.

People with a learning
disability, through private
providers of Learning
Disability services
Family carers, through the
Buckinghamshire Learning
Disability Service Carers’
newsletter
Staff working for Learning
Disability Services
Learning disability staff
working in schools, colleges
and children’s services

OVERALL TOTAL
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13 questionnaires were
returned as undelivered.

A service that had
received 10 of these
forms had not heard of
Health Passports until
01/07. But were hoping
to introduce them to
students in the Summer
Term. So they were
unable to contribute to
this survey.

The overall response rate of this survey was 12.6%. This result is
consistent with the low response to ‘cold’ postal questionnaires, which
tend to be applied only with large mailings, where a poor return may still
provide sufficient data for analysis (Denscombe:2003:7). Thus it is not
unusual to get a 10 – 15 per cent response rate (Denscombe:2003:20).
Furthermore, this survey involved respondents who were less likely to
participate “unless there is special attention devoted to their needs”
(Denscombe:2003:19). This reflected the initial concerns of the Health
Passport Survey Team as this involvement relied heavily upon the support
that may be required by people with a learning disability from their
family carers, friends and learning disability staff and the ability of this
survey’s design in addressing individuals’ needs.
This report was never intended as an academic piece of work but as the
presentation of the invaluable insight to the experiences and opinions of
people with a learning disability. This belief along with the ‘nonprobability’ sampling technique and the resulting low response rate refers
to a qualitative mode when “the research process is one of ‘discovery’
rather than the testing of hypotheses” (Denscombe:2003:25).
56 of the returned questionnaires had information completed in the
optional page of the questionnaire. This figure also includes those
instances were this was the only page that was returned. This page
referred to a section where respondents could state where a Health
Passport had or hadn’t helped them; the demographic details of the
person individuals were supporting and another part that related to the
respondents’ contact details. 29 respondents filled in the first section.
The demographic details section was completed or partly completed by
only 41 respondents and unfortunately, such modest information did not
provide the Health Passport Survey Team with a substantial amount of
data for further examination. Thus, this project was unable to include a
demographic analysis of its population of people with a learning disability.
35 respondents filled in the part of the optional page that referred to
their contact details and enabled further communications with the Health
Passport Survey Team. These will be discussed further in subsequent
parts of this report.
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3 respondents returned an electronic copy of the questionnaires, of which
2 were returned via the Health Passport website facility and the other
was printed and posted to the Health Passport Survey Team. All of these
respondents were members of staff from both statutory and private
providers of learning disability services.
Questionnaires and feedback from healthcare staff
There were 10 replies to the request for feedback on Health Passports
from healthcare staff, which included collective responses from General
Practice and Hospital Ward Managers on behalf of their teams or from
healthcare professionals, who responded individually.
This low response rate reflects the initial concerns of the Health
Passport Survey Team on the difficulty of seeking the opinions from such
a widespread and diverse population of professionals. Nonetheless, the
breakdown of these responses identified common themes and a detailed
analysis can be found in the healthcare staff section of this report.
Other communications
Many individuals contacted the Health Passport Survey Team with general
inquiries about this project, requests for Health Passports and/or extra
pages. In fact, a further 85 Health Passports have been distributed
during the compilation of this project and there has been 4 requests for
extra pages. Other correspondence pertaining to Health Passports and
this project will be considered in further detail within the relevant parts
of this report.
Increasing response rates and further information
The Health Passport Survey Team identified several factors that could
have increased the response rate of this survey and could have also
provided further information on Health Passports. The following
discussion reviews some of these areas.
The Health Passport website was only advertised in the email that was
sent through senior personnel of learning disability services. This could
have been publicised further through other parts of this survey, which
might have resulted in a greater response rate. It could have also
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reinforced the use of this facility for future reference and assistance in
the use of Health Passports.
A range of open and closed questions were included in all of the
questionnaires, involving a range of responding techniques from ticking in
the appropriate boxes, rating within a scale to short written answers.
However, there were instances when respondents interpreted a question
in different ways. The rewording of these questions could have provided a
clearer picture of the matter in question.
A small amount of hard copy questionnaires were distributed to learning
disability staff working within a private provision. To encourage a better
response rate among learning disability staff working for a statutory
service, this circulation could have been extended to this group of
individuals. Other methods of data collection such as focus groups could
have also been applied.
The demographic details section was completed or partly completed by
only 26% of respondents. Although this personal information is provided
on a voluntarily basis, additional ways of collecting data may have also
afforded this project with a demographic analysis of its population of
people with a learning disability.
With additional resources, the Health Passport Survey Team could have
applied other strategies to this project. This might have increased its
rate of responses and could have also provided additional information on
the varied perspectives of Health Passports.
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Health Passports from the perspective of people with a learning
disability
Introduction
People with a learning disability returned 100 questionnaires. 53 were
distributed via a private provider of a learning disability service, while 47
were issued through a statutory provision. One of the questionnaires was
collectively completed by a group of 7 individuals.
Generally forms provided an in depth account of the views and
experiences on Health Passports by people with a learning disability.
8 respondents provided contact details and face-to-face interviews were
undertaken with 2 of these individuals. The Health Passport Survey Team
was unable to talk to the remaining 6 people for varied reasons. These
included an incomplete telephone number (1); or the fact that learning
disability staff that know people with complex needs really well, had
facilitated the completion of their questionnaires (2).
However, these additional communications did not enable the Health
Passport Survey Team to substantiate the ‘validity’ of the information
held in Health Passports, against other personal records.
These additional comments have been integrated within the detailed
overview of this section, which will now be presented in relation to the
themes that were covered in the questionnaires.
Owning a Health Passport
92 of the hundred responses from people with a learning disability stated
that they owned a Health Passport with 13 individuals claiming that they
held more than one copy.
Storing Health Passports
A range of storage places for Health Passports were identified and
included:
9 An everyday room at home, such as the kitchen, living room or
bedroom;
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9 A work setting, like the PC room, a home office or a locked
cupboard with individuals’ care plans;
9 A specific place, such as a medication cabinet, a locker, a mother’s
cupboard, a rucksack bag on the back of a wheelchair or in a
drawer;
9 A particular person, as one respondent identified a statutory
member of learning disability staff;
9 A transient position, which related to where the owner of a Health
Passport was at any moment in time: “In my rucksack, in my
bedroom, in my wardrobe”.
Making an entry
There were varied responses referring to the last time an entry had been
made in a Health Passport, ranging from a few days to two years ago; or
to the fact that no new entries had been needed.
Others related to when there had been medication changes; when they
had last gone to visit their doctor or had had nothing written in their
Health Passport since they had received it.
Supporting someone with their Health Passport
Overall, respondents stated that they required help with completing and
updating their Health Passports. This assistance is provided by different
individuals and can involve:
9 a family carer;
9 learning disability staff working for a private provider, such as a
key or link worker;
9 or a member of staff from a statutory service, like a day centre
support worker, a teacher or a member from a community learning
disability team.
Updating and correct information
This question referred to whether the information held in Health
Passports is kept up to date. Seven left this entry blank and it appears
that Health Passports are regularly revised as only 8 individuals stated
that they didn’t think theirs was up to date. As one person commented:
“no support”.
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Participants were then asked whether they were happy with the accuracy
of these details. The majority of responses (86) thought that the
information held in their individual Health Passports was correct, with
only 3 people stating that it wasn’t. Two of these individuals gave reasons;
as one commented how the Health Passport: “needs updating” and the
other had “no support”.
Taking Health Passports to health appointments
This section was completed or partly completed in 84 questionnaires with
the majority stating that they used their Health Passports at GP and
Hospital visits. Some respondents also said that they used their Health
Passports at other health appointments though these places were only
named in one form.
One person described how they use their Health Passport beyond
Buckinghamshire borders for appointments at a specialist hospital. They
take their copy to these visits and show it to their mother and nurse, who
in turn pass it onto the doctor, if it is deemed relevant. A record of
what’s happened at this meeting is then recorded in it and these entries
act as a memory aid for them.
Locally, this individual (and another fellow resident) visits their medical
centre for minor ailments, on their own. The Health Passport facilitates
these visits as learning disability staff use it to communicate with the
GPs by writing notes in them. This allows them to be more independent.
Reactions of healthcare staff to Health Passports
54 people acknowledged how healthcare professionals had reacted
positively when they had used their Health Passport at an appointment.
13 individuals observed that healthcare staff hadn’t cared much for their
Health Passport as one person noted: “on most occasions they were only
interested in what meds I take”.
Only 1 respondent ticked the box that stated how a healthcare
professional had being unhappy or angry when they had showed them
their Health Passport.
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26 forms did not have this section completed and other questionnaires (7)
included comments such as: “haven’t used it yet”, “not sure” or “NA”.
Respondents were also asked whether a healthcare professional had ever
written anything in their Health Passport.
79 people had never had entries made by healthcare staff and one person
referred to an incident when a hospital doctor had not written in
someone’s Health Passport.
5 individuals observed that a health person had made an entry. This
included a doctor and an optician.
16 forms didn’t have this section filled in.
Usefulness of Health Passports
The usefulness of Health Passports was addressed in the following
section, which was completed by over half of the respondents (57).
Many observed that they found their Health Passports useful with some
making additional comments such as:
9
9
9
9
9
9
9
9
9

9

“It helps me to remember my appointments”.
“Yes it lets people know about me”.
“Yes, as it is easy to follow with the help of pictures”.
“Yes, so if I get confused when at hospital etc… I can show them
it”.
“Helps mistakes not (underlined by respondent) to happen,
everyone knows exactly what’s what”.
“As … is unable to verbally communicate. His passport is a tool to
use in the absence of … staff”.
“Very helpful to look at past appointments. All my information
handy in one book. Also good reference”.
“Good for support staff and my consultant likes it”.
“Helpful when anything happens and you need to be taken to
hospital, staff can grab quick and not have to worry about …, when
we go on holiday its handy to have a list of all my medication”.
“Helps answer question I may not be able to”.
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Others remarked:
 “… passport has not been used yet as I go with him to hospital
appointments and the surgery”.
 “It would be useful as long as Professionals recognise their use”.
 “It is useful for support staff so that they get all info correct but
hospital (A&E) staff didn’t much care about it”.
 “Nobody asks for it”.
 “No one look s at it”.
User-friendliness of Health Passports
On the whole, the size of Health Passports was rated as about right with
most respondents believing that the size of words and clarity of pictures
were okay. Some highlighted the fact that a person couldn’t read or write
or that another was visually impaired. One person commented: “I can
read, but not small letters”.
Space for writing in the Health Passport was not regarded as a concern
with just a few individuals stating that they would like to have more
writing space and another responding: “need more room to list
medication”.
The colour coding system of the Health Passport was rated positively by
its users and out of the 50 respondents that answered the question on
whether anything was missing in the Health Passport, 2 individuals
suggested that weight was missing as: “usually when I am admitted into
hospital they always ask how much do I weigh".
Getting hold of spare pages
It is difficult to ascertain from the answers (67 completed or partly
completed) given to this question whether people had been able to get
spare pages for Health Passports and whether this had been a simple
procedure. Some people had responded: “no” because they had had no
need for extra pages with one simply stating that they just photocopied
them.
31 indicated that they had been able to get spare pages for the Health
Passport and 4 had found it difficult to do.
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A final word
14 questionnaires had this part filled in with comments that reiterated
areas that had already been covered.
The support that may be required by people with a learning disability for
keeping Health Passports up to date and for taken them to their health
appointments was highlighted; as well as extra pages and how health
professionals need to be aware of Health Passports.
Generally, Health Passports were perceived as:
9 a good idea;
9 an informative tool that makes information easy to understand;
9 useful when going into hospital or in an emergency;
9 assisting the communication with health professionals;
9 providing an accurate picture of individuals’ health needs.
As one person concluded: “I like it and think it is a good idea”.
Optional section
The optional part of the questionnaire was completed or partly completed
by 21 individuals and included identifying cases where Health Passports
had helped or not helped holders in accessing healthcare services.
Among the positive experiences, hospital visits (including admissions) a
school meeting and holidays were named.
“It helps me to remember what has happened at my appointments” and it
has helped “from the day I started using it” were other supportive
comments that were made.
At the same time, 2 respondents recalled how their Health Passport
hadn’t helped them when they had visited their medical centre because
their GP or other members of staff hadn’t paid any attention to it.
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To summarise
Of the 100 responses by people with a learning disability we have
revealed that at least 92 individuals hold an ‘active’ Health Passport.
They are kept in a variety of places and entries appear to be made
according to individual circumstances.
In general, people with a learning disability require help to complete and
update their Health Passports and people like family carers or learning
disability staff provide this support.
The information held in Health Passports is regularly updated and deemed
accurate. Few individuals noted that this wasn’t the case for them and “no
support” was given as one of the reasons for this.
They are regularly taken to health appointments and the majority of
holders have observed positive reactions by healthcare staff. One person
described how they use their Health Passport beyond Buckinghamshire
borders for visits at a specialist hospital. Locally, this individual attends
their medical centre alone for minor ailments and uses their Health
Passport, to facilitate the communication at these meetings.
Some people with a learning disability have found that healthcare staff
haven’t cared much for their Health Passport, with 1 individual stating an
instance when a healthcare professional had being unhappy or angry, when
they had showed them their copy.
Feedback has also highlighted how healthcare personnel rarely make
entries in Health Passports.
People with a learning disability find their Health Passports useful and a
list of positive attributes were noted, for example: “if I get confused
when at hospital etc… I can show them it”. Others also highlighted the
need to raise their profile among healthcare staff as someone observed:
“it is useful for support staff so that they get all info correct but
hospital (A&E) staff didn’t much care about it”.
The user-friendliness of Health Passports was rated ‘about right’ and
constructive comments were made on how to improve the current version.
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Around 30% of this group of respondents had managed to get spare pages
for their Health Passports and 4 of these individuals had found this
difficult to do.
Instances where Health Passports had helped or not helped holders in
accessing healthcare services were identified. Positive experiences
included hospital admissions and negative examples involved a GP surgery.
To conclude, these findings tell us to that Health Passports are working
well for the majority of people that are using them and they can play an
important role in improving the healthcare access for people with a
learning disability.
Usually if people feel more ‘in charge’ of their own health they are more
likely to communicate effectively about their needs and concerns.
Many people with a learning disability are not able to describe their
feelings, pain etc. Health Passports can be used as a tool for facilitating
communication and can also act as a memory aid.
Many people with a learning disability may have limited reading and
writing skills and may require support to complete their hand-held
records. This support may not always be available to them.
The profile of Health Passports and their use by people with a learning
disability need to be raised and maintained, as a person with a learning
disability highlighted: “It would be useful as long as Professionals
recognise their use”.
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Health Passports from the perspective of family carers
Introduction
37 questionnaires were returned by a family carer with 7 requesting a
Health Passport and included:

9
9
9

30 partially completed forms, with or without individual comments;
5 blank forms, attached to correspondence;
2 forms with only the contact details section completed.

Family carers reported a diverse impression and understanding of Health
Passports and common themes were identified among these answers. The
following summarises these varied views and experiences.
Overview
Invisibility and lack of awareness
One family carer didn’t know whether their family member had a Health
Passport or not, whereas 5 respondents found it difficult to offer their
experiences, as their family members did not live with them and referred
to their home addresses for further comments.
One parent observed that they: “have only seen it (Health Passport) once,
when it first came on the scene”.
There appears to be a lack of awareness by some family carers
surrounding Health Passports, as 12 respondents highlighted how they
had not heard of them until they had received a form from this survey.
As a mother explained: “I have now obtained a Health Passport for my
daughter... This is the first time it was issued to me so I can give no
information as to its usefulness at the moment”.
One family carer felt that Health Passports were invisible and described
this survey as: “a waste of valuable time and resources”.
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Positive
While another thought that: “a Health Passport is a good idea for
patients and doctors”.
Need
Another parent described how both they and residential staff had been
unaware of Health Passports and requested further information, as: “I am
sure my daughter could benefit as she is mentally and physically disabled
and unable to describe her symptoms, medication and health history to
others in the case of emergency”.
A family carer requested a Health Passport so that they could show their
son’s residential home manager, as they had been very vague on their
practice.
No need
On the other hand, a family carer felt that a Health Passport wouldn’t:
“serve any useful purpose for my son” with another commenting: “doctor
doesn’t need it”.
12 highlighted how their family member did not have a Health Passport,
with 1 of these individuals living out of the county.
3 of these respondents didn’t think that a Health Passport would be
useful to their family member, with 2 stating that they wouldn’t be able
to use them, particularly as one individual was described as having a visual
impairment.
Confidentiality, safety and ability
Another expressed their concerns by emphasising that they: “could be
read by the wrong (underlined by respondent) people who would have
access to everything”. Furthermore, this family carer felt that Health
Passports could be good for those clients that were more able.
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In more detail
6 family carers completed most of the sections of the questionnaires,
providing a more detailed account of their views and experiences on
Health Passports. The following analyses these particular responses in
more detail.
Storing Health Passports
These 6 family carers identified where a Health Passport was kept and 4
included the residence of their family members (of which 3 were kept in
a file); one respondent just stated: “at home” while another in: “her
wardrobe”.
Making a record in Health Passports
4 family carers had made a record in their family member’s Health
Passport and these entries ranged from all of its information, to past
health concerns or personal details, such as faith and pastimes.
Using Health Passports
Overall, half of these family carers said that the person they supported
took their Health passport with them to health appointments although
someone needed to remind them of this.
1 person described that they hadn’t found it useful in the past, so they no
longer took them to their health appointments.
3 other respondents highlighted how this was not the case for the people
they were supporting and this was because:

9
9
9

they needed reminding to take their Health passports with them;
residential staff always attends health appointments with clients;
as they still lived with their family carers there was no need at
present to use a Health Passport, concluding that a: “health
passport is useful in group homes or independent living…. X lives at
home”.

Only one family carer identified having used a Health passport with the
person they are supporting at GP appointments, while another referred to
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their use at other appointments, such as reviews at day services and
college.
Healthcare staff responses to Health Passports
One respondent recorded a positive response from healthcare staff,
when the person they were supporting showed them their Health
Passport.
Usefulness of Health Passports
All of these 6 respondents felt that the Health Passport was not useful
for the person they were supporting. These views varied from:

9
9
9
9

2 instances were there had been no need for a Health Passport for
some time, as individuals had not had to attend a health
appointment;
2 cases were the individuals with a learning disability were unable
to understand a Health Passport;
a situation where a family carer is always with the person they are
supporting;
to a family carer commenting: “only because it hasn’t been used and
I think it is forgotten about”.

Rating Health Passports
In addition, 4 family carers rated the usability of the Health Passport on
a scale from 1 = poor to 5 = excellent.
The graphs on the following page refer to these scores in relation to the
size, sections, colours, size and clarity of pictures and words of Health
Passports.
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Rating Health Passports
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Likes
Among the things that these family carers liked about Health passports
it was noted that one liked their colour; another their size, and one
commenting how they were: “easy to fill in and understand”.
At the same time, one family carer asked: “give them more exposure and
reinforce their importance”.
Dislikes
Health Passports were deemed as too big by one respondent or as
duplicating the information held in an individual’s main file, by another.
More to say
A third of these family carers had additional comments about Health
passports that they felt had not been covered in the questionnaire, which
included:

9

“when living with parents, there is no need at present for Health
Passport”.

9

“As a parent, I would like to say that I am equally responsible for
not using it – this reminder will make me and staff more diligent in
the future”.

In fact, this point was also raised by another carer who only included this
comment on her form:

9

“Our son’s Health Passport is kept at his registered care home with
the Home Care Manager. This form has prompted us to get
together and discuss the content and uses of this document for
the future”.

Contacting family carers
Despite several attempts, the Health Passport survey team were unable
to contact 4 of the family carers’, who filled in their contact details
section of the questionnaire.
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The remaining 10 were contacted via telephone and they either didn’t
have any other further comments and/or their additional views or
experiences have already been documented in this section, of this report.
Other communications
Further communications by family carers were exchanged via letter
and/or telephone communications with the Health Passport Survey Team.
These views and experiences included:

9
9

9
9

9

requests for a Health Passport, for a person with a learning
disability someone was supporting and/or to show learning disability
staff;
a parent whose son lives independently and has a supportive GP,
dentist and optician, who commented: “He does not have a
‘passport’ and I think it is a further dimension which would not help
him.”
a family carer who felt that there is no need for a Health Passport
as the person they are supporting receives excellent healthcare
provision from their GP and learning disability service;
a parent who didn’t think a Health Passport would have assisted
their daughter while she was in hospital, as they felt that
healthcare staff required direct assistance from family carers
and/or learning disability staff, in order to meet her needs;
a parent who was surprised at their ignorance on Health Passports,
as not only did their daughter not have one but they also worked
within a GP practice, where a number of registered patients have a
learning disability. This family carer noted how they had: “never
seen any of these patients produce a Health Passport when visiting
the practice, although it would seem an excellent and helpful tool
for them.”
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To summarise
The invisibility of Health Passports and the lack of awareness of this
patient-held record scheme by some family carers may be attributed to
the fact that the majority of their relatives no longer reside within a
family home environment.
It may be hard for family carers to keep up to date with all of the
initiatives relating to their family member. Learning disability services
may also find it difficult to circulate this information to all parties.
This point can also be applied to the view of many family carers on
whether the person they are supporting needs a Health Passport or not.
A family carer can play a significant role in advocating on behalf of their
relatives and the use of an independent tool, like a Health Passport, may
not be deemed necessary. This is of particular relevance to the person
with a learning disability who is still residing with their families. However
a Health Passport can assist in the process of ensuring the continuity of
care for people with a learning disability, as many individuals make the
transition of moving into their own home.
None of this should deny the need to address the invisibility and lack of
awareness on Health Passports and their use by family carers. Other
points raised by family carers also highlight this requirement for people
with a learning disability, learning disability services and healthcare
provision.
The core beliefs of Valuing People (Department of Health:2001:2-3) were
set out to ensure that people with a learning disability (and their family
carers) could live full independent lives and be active members of their
local communities. The improvement of the health of people with a
learning disability and their access to healthcare services is regarded as
high priority (Department of Health:2001:6).
An increased visibility and awareness of Health Passports by family
carers will ensure the highest standards of healthcare provision for the
individuals they are supporting. The use of Health Passports by people
with a learning disability should be encouraged to ensure continuity,
ownership, independence and safety.
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Health Passports from the perspective of learning disability staff
Introduction
23 members of learning disability staff responded to this survey and the
majority of these forms were thoroughly completed.
2 of these returns involved individuals employed by a statutory service.
A member of learning disability staff completed a family carer
questionnaire and although there were slight variations in the form’s
layout, these responses have been included in this section of the report.
Nearly half of these respondents (9) included contact details so that
further discussions could be undertaken with the Health Passport Survey
Team.
Telephone interviews were undertaken with 6 of these individuals and
despite varied attempts by the Health Passport Survey Team 2
respondents were unattainable.
These additional comments have been integrated within the detailed
overview of this section.
However, a small group interview resulted from the remaining respondent,
which involved a group of statutory professionals who were keen to
discuss in depth their views and experiences of Health Passports.
As this interview generated a wealth of information, these perspectives
have been summarised separately in the ‘face-to-face interview’ part of
this section.
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A detailed overview
The overview that follows has been directly categorised by the questions
on the forms and presented under these individual themes.
The proportion of people that have a Health Passport
20 respondents answered this question, with over half (13) confirming
that 100% of the people they supported have a Health Passport.
Of the remaining respondents, 5 reported over 86% of their caseload,
with 2 recording 50% and 15% respectively.
Storing Health Passports
This question was included to identify who looked after Health Passports
and where they were kept and why.
16 respondents declared looking after someone’s Health Passport and the
amount of these that were kept (only noted by 14 individuals) ranged
from 1 to 13 individual Health Passports.
However, from the varied responses that followed, it would seem that the
question was interpreted in different ways, as they included:

9
9
9
9
9
9
9
9

key worker responsibilities;
to assist clients and support staff when clients attend health
appointments;
all relevant info is handy and easy to carry;
they have been useful very tools when service users have gone into
hospital;
handy tool for keeping track of hospital/dental appointments;
it helps the service user keep track of who they visited and why;
they are useful, good communication tool. Easy to understand;
they are invaluable for the hospital and other medical services.

Only one respondent noted: “it is kept in service users medication file in
their room so staff can use them as and when needed”.
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In the case of the member of staff who filled up a family carers form,
their response to a similar question was: “In a locked cupboard with their
photo care plans, so it’s easy to get if needed quickly.”
Making an entry
Most of the respondents had made an entry in a Health Passport.
These entries varied from contact details, likes and dislikes and
medication details, to information relating to a health appointment in the
‘My Health Diary’ section of the Health Passport.
2 of these respondents highlighted how they had made all of the entries
in the Health Passports of the individuals they had key working
responsibilities for.
1 respondent had: “filled (it) in with a client, who was able to inform them
what information they would like included”.
Additional comments made during the telephone interviews revealed that
for a particular service it was an established practice to review Health
Passports on a monthly basis, ensuring that the information held is up to
date: “even if it just means reading them”.
In fact, a member of learning disability staff has placed a sheet in the
front of the Health Passport to monitor this exercise. They suggested
that an ‘official’ front page could be designed and included in future
editions of Health Passports for the purpose of recording when they
were last reviewed and updated.
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Taking Health Passports to health appointments
19 respondents documented the proportion of people that took their
Health Passports with them to health appointments:

9
9
9

13 reported that 100% of individuals took their Health Passports
with them;
5 reported that 50% of individuals took their Health Passports
with them;
1 reported that none of the individuals took their Health Passports
with them. This response referred to a group of staff that
supported people with a learning disability, who are quite
independent.

This question was followed by a list of statements, which intended to
identify the support (if required) that could assist people with a learning
disability with taking their Health Passports to health appointments and
other reasons that may be affecting this practice.
Respondents were encouraged to tick the statement that best met their
experiences of why the people they are supporting take or not take with
them their Health Passports. In some instances, this section was partly
completed.

9

Statements - taking
8 individuals ticked the statement that said that people take their Health
Passport with them because they always do, with one adding: “with
support from staff”.
15 respondents ticked the statement that said that individuals take their
Health passport with them because someone reminds them to do so, with
one respondent commenting: “good reference for doctor’s questions”.

9

Statements - not taking
14 individuals ticked the statement that said that when people didn’t take
their Health Passport with them it was because they needed reminding to
do so.
3 respondents ticked the statement that said that individuals didn’t use
their Health Passport for their health appointments.
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No one ticked the statement that read that individuals hadn’t found the
Health Passport useful in the past, so they no longer took them to their
health appointments.
Where are Health Passports used
This question was completed in 16 questionnaires and the majority stated
that Health Passports were being used at GP surgeries and at Hospital
appointments. Some respondents also highlighted the fact that they had
seen Health Passports been used at other health appointments, such as
the dentist (5), Community Learning Disability Team (1) and Podiatry (2).
One respondent confirmed that they were used at: “any health
appointment which our service users attend”.
Reactions of healthcare staff to Health Passports
The section that followed addressed the matter of how Health Passports
were been received by healthcare staff. Again 16 responses were noted
with 12 documenting that healthcare professionals had reacted positively
when the person they were supporting at appointments, had showed them
their Health Passport.
2 people observed that healthcare staff had been indifferent to Health
Passports. Other additional comments included: “surprised” or: “mixed
responses. Some positive reactions; others have been indifferent”.
None of the respondents ticked the box that stated that health
professionals had reacted negatively to people with a learning disability
using their Health Passports at their appointments.
The effect of Health Passports
This question referred to learning disability staff and how Health
Passports may affect upon their supporting roles. 17 respondents
completed this section and all of them ticked the ‘positive’ effect box of
this section with one person stating: “It has made many appointments
quicker. The information given to professionals is clearer”.
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Rating Health Passports
The usability of the Health Passport on a scale from 1 = poor to 5 =
excellent was rated in the question that followed.
17 forms had this section fully completed and the following graphs refer
to these scores in relation to the size, sections, colours, size and clarity
of pictures and words of Health Passports.
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Likes and dislikes
A variety of remarks were made about Health Passports by learning
disability staff. These included:
Likes
9 “It gives us more information about the person”.
9 “It’s a handy size and our service user understands it from the use
of symbols”.
9 “Helps health professionals with clients who do not speak fluently”.
9 “Easy to understand, size, well designed”.
9 “All information is in one book and very good in an emergency”.
9 “Good source of health information, not only for the clients but
support staff and health professionals”.
9 “The information is always updated, so is always current”.
9 “They help service users with a higher ability, become more
independent”.
9 “There is nothing that I do not like”.
Dislikes
 “It is difficult for service users who are less able to understand”.
 “A bit too busy. General headings for appropriate things to be
written”.
 “Size is a bit awkward. Maybe could be more like a slim diary rather
than the bulky, doesn’t fit in a pocket comfortably (the) size it is”.
 “Not always read by health professionals and can easily be
overlooked”.
 “Not being able to get hold of replacement pages when they need
updating”.
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A final word
Other remarks were recorded in the final section, which invited
respondents to identify any other areas about Health Passports that had
not been covered in the questionnaire.
One respondent believed that the form had covered “all aspects of the
Health Passport” and another took the opportunity to order more copies
of particular pages from the Health Passport. At the same time, a
request was made for: “a check sheet for staff updating use, would be
really useful”.
Other comments included:
¾ “It is a fantastic idea and is helpful to the service users and health
professionals”.
¾ “They are excellent”.
¾ “Not generally used for …. clients (people with a mild learning
disability) because it is not appropriately presented for them”.
¾ “I would like everybody to have them and ALL STAFF on a ward to
read them”.
Additional observations were also highlighted during some of the
telephone interviews. These revealed Health Passports as a good idea and
a good tool for those with poor communication skills.
At the same time, the Health Passport was described as a “quick and
easy” document, which didn’t have reams and reams of pages, so ward
staff (for example) could easily read it.
Learning disability staff also observed how Health Passports were
particularly useful with new members of staff as they could refer to
them and have all the current information on hand.
Optional section
This part of the questionnaire was completed or partly completed by
(approximately) 50% of the respondents (11) and included identifying
instances where Health Passports had or hadn’t supported someone with a
learning disability to their access of healthcare services.
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Among the positive cases GPs’, dental and hospital appointments (including
A&E departments and ward admissions) were listed.
“From the beginning” and “it helped a service user feel more independent
therefore making him happier and more confident when talking to Health
Professionals” were other supportive comments that were made.
3 other respondents highlighted the fact that Health Passports have also
been used when individuals go on holiday as: “you have all the details and
medical information at hand”.
There were no examples recorded in the forms where a Health Passport
hadn’t helped someone with a learning disability. A remark was noted on
how: “with less able service users it is only really useful to the Health
Professionals”. An additional note stated: “it has not happened”.
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Face-to-face interview
A small group interview was undertaken with 2 members of statutory
staff who collectively raised the following points on behalf of their small
team. These views have been divided into common themes.
Design
This group of professionals tend to work with people with a learning
disability, who are more independent and said that the design of the
Health Passport may be too simple and patronising for them, and they
therefore may be reluctant in using them.
It was suggested that the Health Passport could be re-designed into a
filo fax format, with a hard cover, dividing pages, a calender and
additional plastic wallets that could hold other information, such as
business cards and prescriptions.
This would make the Health Passport appear more mainstream and
increase its usability not only by people with a learning disability but also
by healthcare staff.
Sponsorship to fund these changes could be requested from large
organisations, such as medication companies.
Support
Some people with a learning disability may have limited reading and
writing skills and may require support to complete their hand-held
records. It was suggested that this support might not always be available
to them.
Terminology – images and words
The general over use of the term ‘my’ throughout the Health Passport
was not always deemed necessary, such as ‘name’ instead of ‘my name’.
This term might also be stopping healthcare professionals from filling in
sections of the Health Passport (particularly ‘my health diary’ section 10)
as it implies that only the owner of the health passport and those who are
supporting them can enter any information.
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In the ‘about my body’ section 4, the diagram should depict male and
female genitalia.
In the ‘more about me’ section 7, perhaps more areas should be included
and more space for people to write things in about themselves.
In the ‘how I get around’ section 9, the statements are also very closed
and precise and may not allow for a clear description of the person’s
needs and abilities for getting around.
This may also apply to other sections, where questions could be ‘opened’
up so that the Health Passport can become more individual and personcentred.
Confidentiality and safety
Concerns were expressed on the vulnerability of people with a learning
disability and how others could use the information held in a Health
Passport for illegitimate purposes, such as for committing identity fraud.
For example, in the ‘important information’ section 1, only the house
number and the postcode could be included. A front page could also be
designed to state that this is a private and confidential document, which
should be kept safely with contact details, so that the Health Passport
can be safely returned if found.
It was also suggested that people with a learning disability should be
offered clear guidance on these issues.
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Other communications
Further communications by learning disability staff have been exchanged
with members of the Health Passport Survey Team. These views and
experiences included:

9
9

not to completely redesign the Health Passport as their overall
appearance is widely known to their owners, family carers, learning
disability and healthcare staff;
to acknowledge in the commissioning of services, the support that
may be required by some people with a learning disability in the
completion and use of their Health Passports.
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To summarise
Overall, this group of respondents work within a private provision and a
high percentage of the people they support hold and use a Health
Passport.
The majority of these individuals have made an entry in someone’s Health
Passport and support people with a learning disability with their use. This
involves reminding people to take their Health Passports with them, to
their appointments.
Health Passports are taken to a wide range of healthcare settings and
used beyond Buckinghamshire borders. They are also taken on holidays
and are deemed particularly useful with new members of staff as they
can have all the current information on hand.
No negative reactions by healthcare professionals were observed by
learning disability staff and most believed that Health Passports have
had a positive effect on their supporting roles.
Health Passports are ranked highly by these individuals with supportive
comments such as: “it helped a service user feel more independent
therefore making him happier and more confident when talking to Health
Professionals”.
There are features of the Health Passport that have been identified as
requiring ‘refreshing’ and/or ‘updating’. Other valuable information needs
to be added.
Learning disability staff have also highlighted the need for raising the
awareness of Health Passports and their use by people with a learning
disability among healthcare personnel.
The fact that the design of the Health Passport might be too simple and
patronising for more independent individuals was also emphasised.
At the same time, a need to offer confidentiality and safety advice to
people with a learning disability with the use of their Health Passport,
was stressed.
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This summing up of the views and experiences of learning disability staff
reveals how these individuals have taken on board the use of Health
Passports by people with a learning disability.
Many people with a learning disability require assistance in the completion
and use of their Health Passports. Commissioning of learning disability
services should acknowledge the support that may be needed for these
facilitating initiatives.
Their application can complement existing services and can improve the
healthcare access for people with a learning disability. As a member of
learning disability staff stated: “I would like everybody to have them and
ALL STAFF on a ward to read them”.

58

Health Passports from the perspective of healthcare staff
Introduction
Only 10 responses were received from healthcare staff. These included
members of staff working within GP surgeries and hospital wards, who
responded either individually or as part of a team.
There were common themes identified among these answers, which will
now be discussed in turn.
Positive feedback
Overall, respondents were keen to use Health Passports for improving the
access to healthcare for people with a learning disability.
One GP stated: “I am quite happy filling in the sheets that…. Carers bring
to consultations – I’m all for hand held records to aid communication”.
A ward sister referred to the Admission and Discharge Procedure for
supporting people with a learning disability in acute hospitals in her
correspondence but still felt that their staff: “could do more to ensure
they (people with a learning disability) get the best standards of care”.
One respondent working within a hospital and a learning disability setting
said they wanted to see a full integration of Health Passports to all
healthcare settings.
Lack of awareness
One of these individuals had used a Health Passport and few were aware
of their existence. In fact, 3 managers contacted the Health Passport
Survey Team to find out more about them and how they could be applied
in practice, particularly as they had cared for or were still providing
healthcare services for patients with a learning disability and they had
never seeing them using a Health Passport. As a ward manager remarked:
“they would be a valuable tool to use, and aid in the care of our patients”.

59

Invisibility
On the other hand, a GP practice was aware of Health Passports and their
staff had attended Talkback’s workshop on learning disability awareness,
which included information and sample copies of Health Passports. The
Practice Manager commented: “unfortunately no one has ever brought one
in to us! Hard to comment when we haven’t had dealings with them in
action”. This was reaffirmed by several GPs one of whom stated: “I have
not come across any patients who have brought them with them to
consultations yet”.
Other communications
Further contacts that were instigated through the receipt of this
survey’s email questionnaires and/or an email included:

9

2 visits by a member of the Health Passport Survey Team to
hospital ward areas.

Other communications by healthcare staff have been exchanged with
members of the Health Passport Survey Team. This included
recommendations on what other information can be included in the ‘About
my tablets and medicine’ section of the Health Passport.
To summarise
This overview has only involved a small proportion of the vast healthcare
population of healthcare staff but it still identified that these
professionals are keen to embrace the use of Health Passports for
supporting patients with a learning disability.
The dissemination and invisibility within healthcare settings of Health
Passports needs to be addressed.
This will ensure that the highest standards of care are provided for
people with a learning disability and that they are empowered in their
access to healthcare services.
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A summary
Even though caution should be shown in generalising the findings of this
survey to other people and services, since it may have been restricted by
varied factors such as:
a. its population sample;
b. the scope of the questionnaires, interviews and other
communications;
c. the individual experiences of the respondents;
d. the limited resources available to the Health Passport Survey
Team.
It still provides an invaluable insight into how Health Passports can
improve the healthcare access for people with a learning disability.
Its findings correspond with some of the general themes and issues
identified within a past audit, which investigated a similar initiative for
people with a learning disability (Olayide:2003:16).
Generally, there are features in the Health Passport that have been
identified as requiring ‘refreshing’ and/or ‘updating’. Other valuable
information needs to be added. However, this survey has identified that
Health Passports shouldn’t be completely re-designed, as their overall
appearance is widely known to their holders, family carers, learning
disability staff and healthcare personnel.
Health Passports can complement existing services and can be applied as
an evaluation tool for reviewing healthcare provision for people with a
learning disability, with the contribution of robust data.
This piece of work is of particular significance because it actively
involved people with a learning disability. The Department of Health
(2007:21) has identified the under representation of this group of
individuals in the reviews of healthcare provision. This project has been
able to address this lack of involvement and identified how these
individuals can be supported and encouraged to help design services that
truly deliver person-centred care (Department of Health:2007:16) and
become active partners in managing their own health (Disability Rights
Commission:2006:43).
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These reviews should be undertaken on a regular basis to ascertain
whether these initiatives are reducing the health inequalities for people
with a learning disability and that working partnerships between learning
disability and healthcare services are developed and established.
The following review summarises what has been learnt from this survey in
relation to the varied perspectives of Health Passports.
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For people with a learning disability
It is difficult to establish precisely how many Health Passports are
currently in use. However, from the responses of this survey at least 92
people with a learning disability hold an active copy.
Generally, Health Passports were identified by people with a learning
disability as:
9
9
9
9
9
9
9

a good idea;
an informative tool that makes information easy to understand;
useful when going into hospital or in an emergency;
assisting the communication with health professionals;
providing an accurate picture of individuals’ health needs;
acting as a memory aid;
used beyond Buckinghamshire borders and also taken on holidays.

Usually if people feel more ‘in charge’ of their own health they are more
likely to communicate effectively about their needs and concerns.
Many people with a learning disability are not able to describe their
feelings, pain etc. and Health Passports can be used as a tool for
facilitating communication.
Many people with a learning disability require assistance in the
completion, updating and use of their Health Passports. This support may
not always be available to them. Commissioning of learning disability
services should acknowledge the support that may be needed for these
facilitating initiatives.
The profile of Health Passports and their use by people with a learning
disability need to be raised and sustained, as a person with a learning
disability highlighted: “It would be useful as long as Professionals
recognise their use”.
For family carers
There appears to be a lack of awareness on Health Passports and their
use by some family carers. At the same time there are carers keen to
embrace the use of Health Passports by their family members: “As a
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parent, I would like to say that I am equally responsible for not using it –
this reminder will make me and staff more diligent in the future”.
A family carer can play a significant role in advocating on behalf of their
relatives and the use of an independent tool, like a Health Passport, may
not be deemed necessary. This is of particular relevance to the person
with a learning disability who is still residing with their families. However
the use of Health Passports by people with a learning disability who are
still living at home should be encouraged to ensure continuity, ownership,
independence and safety.
For learning disability staff
The majority of learning disability staff that responded to the survey,
work within a private provision.
Generally, Health Passports appear to have had a positive effect on their
supporting roles.
They are ranked highly by these individuals with supportive comments
such as: “it helped a service user feel more independent therefore making
him happier and more confident when talking to Health Professionals” or:
“I would like everybody to have them and ALL STAFF on a ward to read
them”.
It is also deemed particularly useful with new members of staff as they
can have all the current information on hand and when service users go on
holiday.
Learning disability staff have also highlighted the need for raising the
awareness of healthcare staff to Health Passports and their use by
people with a learning disability.
An additional version of the Health Passport for people who are able to
read and understand information was also proposed. This would ensure
that individuals could hold all their health information in one place and
encourage continuity, ownership, independence and safety. It would also
indicate a broader use of Health Passports.
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A need to offer confidentiality and safety advice to people with a
learning disability with the use of their Health Passport was also
emphasised.
For healthcare staff
Although a small percentage of the vast population of healthcare staff
were involved in this survey, these contributions identified how these
professionals are keen to embrace the use of Health Passports for
supporting patients with a learning disability.
A GP practice was aware of Health Passports and their staff had
attended Talkback’s learning disability awareness training and had
received sample copies of Health Passports. Their Practice Manager
commented: “unfortunately no one has ever brought one in to us! Hard to
comment when we haven’t had dealings with them in action”. This was
reaffirmed by several GPs one of whom stated: “I have not come across
any patients who have brought them with them to consultations yet”.
This identified that learning disability services should again raise the
profile of Health Passports and actively promote and sustain their use by
people with a learning disability.
To sum up
The findings of this survey tells us that:
1. this report and its findings need to be published and widely
circulated and made available on the www.healthpassport.co.uk
website;
2. there are pages in the Health Passports that require refreshing
and updating;
3. new pages containing valuable information need to be incorporated
within the current Health Passport;
4. revised and additional pages require distribution to existing Health
Passports’ holders;
5. complete (updated) versions of the Health Passport need to be
assembled for prospective holders;
6. an additional version of the Health Passport for people who are
able to read and understand information needs to be designed;
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7. this other type of Health Passport must be widely publicised and
distributed to those who would prefer this version;
8. the dedicated telephone line and the www.healthpassport.co.uk
website needs to continue;
9. the 2008 Health Passport edition need to be re-launched to a
widespread audience, including:
- people with a learning disability;
- family carers ;
- members of learning disability staff, from both statutory and
private provision;
- members of healthcare staff, from a diverse range of healthcare
services.
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