Patients’ experience survey of Primary
Immunodeficiency Disorders (PID) services
Measuring patient experience is important not only to guide service improvement,
but also because people’s experiences of care may be linked to clinical outcomes and
resource implications.
The goal of this survey was to provide information of patients’ experience of diagnosis and treatment, which
can help the NHS to improve the quality of its health services for patients and families affected by PID. Over
the course of 3 months (March-May 2016) a total of 303 survey responses were collected. The findings have
important implications for all users of the data, and particularly for NHS policy-makers, commissioners and
providers.
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The results of this survey highlight the importance of early diagnosis and providing access to different treatment options and
modes of administration to ensure individual patient needs are best met. Our analysis and research findings show that where the
NHS makes concerted efforts to drive change and improve quality, the positive outcomes are reflected in patients’ feedback.

KEY FINDINGS
1. There was significant variation in time to diagnosis from presentation of symptoms, ranging from a few months
to over several years
•
•
		

45% of respondents reported a confirmed diagnosis taking between 1-6 years.
47 respondents reported their diagnosis took between 10-20 years and 21 stated that they had been experiencing
symptoms “all of their life” before diagnosis.

2. A delayed diagnosis leads to greater burden on NHS resources
•
		

73% of respondents said that they were seen in different specialty clinics for a range of conditions or complications
before confirmed diagnosis.

•
		

52% of respondents stated that before confirmed diagnosis they were seen by a healthcare professional “a lot of times”
(defined as over 10 times).

3. Patients were actively involved in their treatment decision-making however there is still room for improvement
•
		

76% of respondents felt that their lifestyle, personal preference, cultural beliefs and right to choice were respected when
deciding their treatment options.

•

87% of respondents were also encouraged to participate in decisions about their health care.

•

65% of respondents were offered choice regarding the route of immunoglobulin administration.

4. Treatment site was dependent on route of administration
•
		
•

53% of respondents were on intravenous immunoglobulin therapy (IVIg) and 88% had their therapy administered
in hospital.
47% of respondents were on subcutaneous immunoglobulin therapy (SCIg) and 92% received their therapy at home.

5. Treatment duration was linked to route of administration
•
•
		

61% of IVIg respondents received treatment every 3 weeks and 73% of SCIg respondents received treatment weekly.
Respondents who have their immunoglobulin treatment in hospital report it taking anything from 2 hours (23%) to half
a day (20%).

6. There may be further opportunity to offer treatment closer to home
•

45% of respondents are still receiving immunoglobulin treatment in hospital.

•
		

97% of respondents were satisfied that they were receiving immunoglobulin therapy at the appropriate location, 		
however 11% would still like to receive their treatment in an alternative location.

•
		

Of the 27 who would still like to receive their treatment in an alternative setting 85% were on IVIg as opposed to 15%
who were on SCIg.

7. A diagnosis of PID and being on long-term medical treatment can have a signiﬁcant impact on a person’s
quality of life
•

40% of respondents reported that their condition and treatment had caused them to take time off work.

•

For children living with PID, 13% of respondents claimed that it caused them to take time off school.

8. Patients reported that their condition and treatment had an emotional impact on their wellbeing
•

23% of respondents felt limited on their ability to travel/enjoy holidays.

•

18% of respondents felt limited on their ability to socialise.

•

26% of respondents claimed they had difficulties managing household activities.

•
		

Only 25% of respondents have access to additional specialist services or health care professionals to ensure their quality
of life is maintained e.g. psychological support, social care.

9. Regular hospital visits to receive immunoglobulin replacement therapy impose a financial burden on patients
•
•
		

59% of respondents faced extra expenses in the process of receiving immunoglobulin replacement therapy.
The most common expense incurred by 71% of respondents was for travel costs, averaging an annual expenditure
of £161.

•

The largest expense incurred was for loss of wages, averaging £7,143 per annum amongst 29% of respondents.

•

7 patients reported an average cost of £604 per year on additional medications.
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RECOMMENDATIONS AND CALL TO ACTION TO IMPROVE NHS SERVICES FOR PID PATIENTS
Based on the key areas that have emerged from this survey, we make the following recommendations:

			
I am so appreciative of 		
			
the treatment and
			
support that I receive. I
am fortunate that I have not been left
with severe problems as a result of
the lack of diagnosis. I feel that GP’s
should be made more aware of this
area of medicine.

Recommendation #1: Improve the knowledge and awareness
amongst healthcare professionals in the diagnosis and
management of PID. Patients often report an extended period
of symptoms and repeated visits to their GP and various specialist
outpatient clinics before being referred to an immunologist and
diagnosed with PID. This has a significant impact on a patient’s
quality of life and NHS resources as a consequence of managing the
symptoms and complications resulting from their undiagnosed PID.

			
It took many years
			
to get a proper 		
			
diagnosis, by which
time I was unable to work as
very ill.
Recommendation #2: Join-up services to improve the continuity
of care for people living with PID. Considering PID patients generally
see a range of specialists and primary care providers during the course
of their life, it is essential that all centres work to an agreed standard to
ensure there is effective communication
and integration of care and patients feel
			
The complexity of my GP surgery being able
empowered and informed to be actively
involved in their care plan. The GP’s clinical
			
to keep abreast of my repeat prescriptions
responsibility as coordinator of care for
			
(which change frequently) means that often
PID patients includes helping patients
they
are
wrong
and require another trip to sort them out.
to understand and plan their treatment,
navigate unfamiliar services successfully
Poor connectivity between specialised tertiary services
and remain engaged with their care. Where
and secondary and primary care results in the PID
appropriate patients and carers should be
patient often having to broker and construct their own
signposted to patient organisations such as
care pathway often at a time when they have least energy
PIDUK that can provide further advice and
support with their ongoing needs.
to do it.

Recommendation #3: Ensure patients are active participants in their treatment choices, taking into consideration
lifestyle needs and patient convenience. Most patients wish to have flexibility in NHS services for ongoing PID care so that
at different times in their PID journey they can choose different approaches, such as:
 When necessary attending hospital regularly
 At other times effectively undertaking self-care at home
 Having access to a specialist nurse as their key worker to discuss complications, concerns, and co-ordinate their care
Utilising homecare for immunoglobulin treatment is vital to deliver the greatest possible flexibility for patients and optimise
patients’ control over their condition and therefore should be offered to all appropriate patients as a treatment option.

Recommendation #4: Expand nationally
recognised performance metrics and actively
performance monitor existing measures for PID
to improve outcomes that matter to patients.
The impact of living with PID for a person can be
significant economically as well as socially. Untreated
or inadequately treated syndromes can result in severe
infections requiring hospitalisations, lost days from
work or school, emotional distress, and fewer social
interactions1.

			
I believe there should be more Government 		
			
support for people with invisible illnesses,
			
especially when it comes to work. Its almost
impossible for people with immune disorders to maintain
a good attendance record in work and therefore hard to
find new employment as chances of making it past your
probation period without illness is slim. It can also be
incredibly hard in a work environment as time off can
lead to being ostracised by colleagues who believe you “look
healthy so are faking”.

The impact of PID on health and social care is not
widely understood or accepted and therefore lacks
prioritisation and investment both nationally and
locally. At a national level NHS England through its
relevant Clinical Reference Group (CRG) and NHS
Digital should look to expand and develop performance metrics that support additional improvement in clinical and social outcomes for
patients, such as:
 Time taken to diagnosis
 Review of patient’s education and employment status
It should also ensure that providers are fully implementing the national service specification (B09/S/a)

Recommendation #5: All PID patients must have access to additional specialist services or health care professionals to ensure
their quality of life is maintained e.g. psychological support, social care. Psychological distress, depression and anxiety are common
side effects associated with immunoglobulin treatment. Many PID patients feel isolated and unsure who they can turn to for support. Having
the opportunity to meet with other people living with PID through support groups can offer an immense sense of support and relief that
they are not alone. In addition, many PID patients and their families are dealing with a heavy financial burden as a result of their illness. It is
important to provide financial and other social care related support (i.e. psychological services) available to patients and their families as part
of the information and support included in their personalised care plan.

1. An Immune Globulin Intravenous (Human), 10% Liquid Privigen. For the Treatment of Primary Immunodeficiency Diseases Pharmacy and Therapeutics. 2009 June;34(6):2–21
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