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People living with rare conditions have 
been highlighting the difficulties they face 
in accessing good care coordination for 
over a decade.  Indeed, coordination of care 
was highlighted as a priority within The UK 
Strategy for Rare Diseases, published in 
November 2013, which suggested “Improving 
coordinated care requires a joined-up 
approach by all concerned, to find a suitable 
balance or an innovative way forward”.

Despite the strive to improve care coordination, recent research 
suggests it remains a challenge and much remains to be done 
to improve access to this vital support for people living with 
rare conditions.  This is reflected in the ongoing discussions at 
a policy level, where care coordination has been designated 
a priority area for improvement within the UK Rare Diseases 
Framework published in January 2021. 

Executive 
Summary

The Rare Disease Nurse Network (RDNN) believe that every 
person living with a rare condition should have access to a rare 
disease specialist nurse, who can support them on their journey 
by creating better services and improving access to information 
for nurses and allied healthcare professionals (AHPs).  The Rare 
Disease Implementation Group (RDIG) in Wales have secured 
funding for a 2-year pilot of multidisciplinary clinics for people 
living with an undiagnosed rare condition.  Care coordination 
will form a significant deliverable within these clinics, with the 
creation of 4 care coordinator roles.

This report has been developed by RDNN based on insights 
and results gathered through a survey, co-designed by RDNN 
and Genetic Alliance UK with input and approval from the Rare 
Disease Implementation Group (RDIG) in Wales, to understand 
key areas for consideration within the development of the 
2-year pilot. Based on the findings of this work, we present the 
following findings and recommendations to the Rare Disease 
Implementation Group.
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Create a central repository of 
information on rare conditions

•  Develop a repository of information 
where care coordinators and all nurses 
and HCPs in Wales can access high 
quality information on rare conditions, 
links to charities and third sector 
organizations supporting people living 
with rare conditions, ongoing clinical trial 
recruitment within the UK and information 
on rare disease specialist services 
available to people living in Wales.

Deliver improved education on 
rare diseases to all HCPs in Wales

•  Commission further in-depth research 
and engagement with nurses and allied 
healthcare professionals across Wales to 
understand their educational and support 
needs in managing rare conditions.

•  Collaborate with key organizations such 
as RDNN, Medics4Rare Diseases and 
Genetic Alliance UK to develop strategies 
and deliver education on rare conditions 
to all HCPs involved in the care of people 
living with a rare condition in Wales.

Standardise patient and  
clinician outcome measures

•  Develop standardised and robust 
outcome and cost-effective measures, 
through engagement with the rare 
community, to measure the impact  
and success of the 2-year pilot.

Recommendations
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Rare conditions individually may be rare, 
however 1 in 17 people are thought to be 
affected by a rare condition during their 
lifetime (1).  This could account for  
over 180,000 people living in Wales  
based on the current population.

People living with a rare condition often 
experience long delays in accessing a 
diagnosis and challenges in accessing 
information and services to support their 
care.  Recent research suggests that despite 
care coordination being highlighted as a 
priority within The UK Strategy for Rare 
Diseases published in November 2013 (2), it 
remains a challenging area for people living 
with rare conditions and the health service 
alike.  This is reinforced within several recent 
reports including Rare Experience 2020 (3), 
the CONCORD (CoOrdinated Care Of Rare 
Diseases) Study (4) and the ARDEnt report (5). 

Background
The conversation around improving care 
coordination for people living with a 
rare condition is back on the agenda for 
policymakers.  The launch of the UK Rare 
Diseases Framework, published in January 
2021, calls for “better coordination of care” to 
be made a priority.  The Welsh Rare Disease 
Implementation Group (RDIG) have already 
started to develop plans to deliver against this 
priority and have agreed funding for a 2-year 
pilot of multidisciplinary clinics,  

for those within adult and paediatric care who 
are living with a rare undiagnosed condition.  
Care coordination will form a key element of 
the clinics, with 4 dedicated care coordinator 
posts being created to support patients and 
families, provide signposting to appropriate 
resources and create a link between healthcare 
professionals across health and social care.  
This clinic is the first of its kind across the UK 
and has the potential to provide a blueprint  
for others to follow.  



RDNN in conjunction with Genetic Alliance UK, developed a 
survey in October 2021, to understand what is important to 
nurses and AHPs when providing care to people living with 
a rare condition in Wales.  This was circulated through the 
Managed Clinical Networks in Wales as well as through  
Genetic Alliance UK and RDNN social media channels and 
received responses from 16 nurses, who are all currently  
working in Wales.

Respondents were asked to indicate their level of agreement 
or disagreement with a series of statements about their 
experiences of care coordination in Wales, using a Likert scale.  
Nine key statements were agreed during a scoping meeting 
between Genetic Alliance UK and RDNN and formed the basis 
of the insights collected in the survey. Nurses and AHPs in Wales 
were asked about their current experiences of managing rare 
conditions, coordinating care, the support needed to improve 
delivery of care in rare conditions and their experience of 
patient and clinician outcome measures. 

An overview of the respondent’s role and experience in  
rare conditions is presented in Figure 1.

Experience in Supporting Rare Conditions
Figure 1. Breakdown of Respondents Experience in Supporting Rare Conditions
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A wide variety of roles were represented within the survey  
(see Figure 2), supplying experience of care coordination  
across primary, secondary and specialist care and rare 
diseases.  The majority of respondents (94%) care for people 
with rare conditions as part of their current role and all 
respondents (100%) said that they find it easier to support 
people with more common conditions compared with rare 
conditions, for whom they find coordination of care more of 
a challenge.  Just over half of those surveyed (56%) felt they 
would know where to access high-quality clinical information for 
a newly diagnosed patient however, only a small number (25%) 
felt it was easy to find charities or patient organizations to direct 
people to and the vast majority (>70%) would not know where 
to access information about ongoing clinical trials happening 
for rare diseases. This perhaps explains the feelings of isolation 
patients often describe at the point of a new diagnosis with a 
rare condition and suggests that much needs to be done to 
deliver easily accessible information to healthcare professionals 
within Wales, a sentiment supported by over 90% of survey 
respondents. One possible suggestion to this challenge 
would be a central repository of information held within an 
accessible point by NHS Wales, which gained agreement from 
all respondents who showed overwhelming agreement that 
healthcare professionals would benefit from further education 
and training on rare diseases.

Findings (continued)

Figure 2. Specialties represented in the survey

When considering care coordination and providing support to people living 
with rare conditions, all respondents to the survey agreed that care that is well 
coordinated delivers benefits to both patients and the NHS.  They agree it results 
in improved satisfaction with the NHS, better use of NHS resources, reductions 
in unplanned hospital visits and delivers a persons health and social care needs. 
With the current policy intent of integrating health and social care, this pilot 
should consider how the care coordinators can deliver a care plan that 
spans across both arenas. 

A key consideration for the development of the pilot will be measuring  
its impact, particularly the impact of the care coordinator role. It will 
be important to create impact measures, confirming the views of 
respondents that good care coordination is beneficial to patients 
and the NHS. The survey was able to offer some insights into 
current outcome measures in use within Wales as well as the 
measures most likely to hold meaning for patients and  
their families. 



Findings (continued)

Figure 3. Outcomes and Measures Important to PatientsA key theme from responses to the question “What specific 
outcomes/ patient experience measures do you think are 
important for patients and families....”, was improving access 
to information, resources and services as well as ensuring 
they were patient centric. Respondents highlighted that a wide 
variety of outcomes and measures are currently used within 
their practice, with some reporting no measures in place. 
This suggests that there is scope to consider standardisation 
of measures and outcomes across the service to create an 
environment where audit of services is simplified. There was 
strong agreement within the survey that it is important to 
measure the impact of a service to ensure that it is improving 
patient care and simplify what is often a complex and 
challenging journey for people living with rare conditions.  
One participant suggested that the best outcome measure was 
that “patient and families live the best life possible” (Anon, 2021).

On presenting this report to the Rare Disease Implementation 
Group, RDNN ask that the key findings are considered during 
the development of the pilot.  It is acknowledged that these 
recommendations are based on a relatively small sample 
size and therefore RDIG are encouraged to hold further 
engagement across the rare community to reinforce  
these findings.  

However, we ask that the voices of those already delivering care 
to people with rare conditions in Wales are used as the basis for 
creating a service that will indeed ensure patients and families 
living with undiagnosed rare conditions can live the best life 
possible.  This pilot has the potential to act as a blueprint for 
a service that will achieve this for all people living with a rare 
condition in Wales and across the four Nations of the UK.



Theme Summary of Findings Areas for Improvement

Respondent Role

All respondents to the survey indicated that they currently 
work in Wales.
• Care for people living with rare conditions is generally provided 

by the NHS.
• The majority of care coordination for rare conditions in Wales  

is currently delivered by nurses/ AHPs who are not specialists  
in a rare disease.

• All respondents find it more challenging to provide care 
coordination for people with a rare condition.

Opportunities to improve the care of all people living  
in Wales with a rare condition.
• Support improved access to information and resources  

about rare conditions at all levels of NHS Wales.

Resources for Rare 
Conditions

Widespread agreement through the survey that access to high 
quality information to support people living with a rare condition 
can be challenging.

• Support improved access to information and resources about 
rare conditions at all levels of NHS Wales.

Education and 
Information

Healthcare professionals require improved information and 
education about rare conditions.

• Create opportunities for training all HCPs on rare conditions.
• Improve networking opportunities between generalist and 

specialist service providers.
• Improve links between Health and Social care in care pathways.

Findings (continued)

Table 1. Summary of findings and areas for improvement



Theme Summary of Findings Areas for Improvement

Care Coordination

Respondents indicated that good care coordination improves 
patient satisfaction with their care, reduces the burden on the 
NHS and improves collaboration between health and social care, 
however it is more difficult to provide to people living with  
rare conditions. 

• Identify areas of best practice and provide opportunities  
for networking and sharing of ideas and resources.

• Develop pathways of care for the 2-year pilot that are 
transferrable to existing services for rare diseases.

• Create impact measures for the 2-year pilot that are 
transferrable to existing services for rare diseases.

Outcome Measures

A wide variety of tools are currently employed to measure 
outcomes in care delivery and some clinicians are not using any. 

Patient involvement and satisfaction in the delivery of service 
should be at the heart of the outcomes measures.

• Develop a standardised approach to measuring outcomes and 
impact of care coordination services.

• Ensure the patient voice is captured during the development of 
any standardised outcome measures.

Findings (continued)

Table 1. Summary of findings and areas for improvement
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