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Eleven per cent of children in the UK were recorded as 
disabled in 2021 to 2022.1 Many have physical and mental 
health needs that are addressed through individualized 
education, health, and care plans that are designed with 
parents and delivered across services.2 The COVID-19 
pandemic brought unprecedented challenges for the provi-
sion of services and care to disabled children worldwide.3 
Restrictions implemented in the UK in March 2020 aimed 
at reducing the spread of COVID-19 caused widespread 
disruption, closure of settings such as schools, and with-
drawal of vital services for disabled children. The legal 

mandatory duty for services to deliver education, health, 
and care plans was relaxed.4

Children who were considered at increased risk from 
COVID-19 were advised to shield.5 Community services 
for children were deprioritized and resources were re-
deployed to support people most at risk from the virus. 
Services stopped or were reorganized; some restarted 
using videoconferencing and eventually returned in per-
son; however, practice varied and has continued to f lex 
and change in response to policy changes.6–8 Service 
managers described having to respond ‘daily to changes 
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ratified 23 recommendations, which when aggregated and refined further produced 
our final 19 recommendations.
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ing the COVID-19 pandemic had serious and lasting consequences. This study en-
abled parent carers, disabled young people, and health, education, and social care 
professionals to agree recommendations on services for disabled children during 
future emergencies.
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in planning’.9,10 Changes to services for disabled children 
have been associated with children's deteriorating physical 
and mental health, parent carer stress and isolation, and 
delays in diagnosis, treatments, and therapies.9,11

Learning from public and professional experiences result-
ing from this major health emergency is vital to inform prac-
tical policy solutions for integrated service recovery and plan 
for future emergencies. It is incumbent on governments and 
education, health and care agencies to prepare services and 
promote their resilience. Potential causes of a future emer-
gency could be expected to result from another pandemic, 
severe weather associated with climate change, disruption to 
energy supplies, or war.12,13

This study was part of a programme of research to find 
out what impact the changes in services during the pan-
demic had on disabled children and young people and fam-
ilies in England, and to propose how high-quality services 
could be delivered in future emergencies. Our mapping 
review indicated a reduction in in-person appointments 
and usual care; widespread service disruption adversely 
affected the health and well-being of children, families, 
and carers.3 Remote consultations worked well for some 
medically-led services but were less feasible for much ther-
apy and allied health-led care. School closures significantly 
affected young people's access to services, wider support, 
and routine.3

Our qualitative research with families and health pro-
fessionals described how the communication of service 
changes was often considered poor and confusing, and that 
service changes had detrimental impacts on families car-
ing for children with high levels of medical care and phys-
ical and behavioural support.11 Qualitative research with 
professionals highlighted that rapidly implemented regu-
lations and guidance led to many services for disabled chil-
dren being deprioritized as they were seen as ‘non-urgent’ 
or ‘non-essential’. Guidance was often interpreted differ-
ently across education, health, and social care sectors; an 
integrated approach to care for disabled children during 
the emergency was lacking.9

Building on our earlier work, we aimed to seek consen-
sus among a broad set of stakeholders on a core set of policy 
and practice recommendations for the delivery of services to 
disabled children in emergencies that affect health and care 
(herein referred to as ‘emergencies’). The involvement of several 
stakeholders, including children and young people, families, 
commissioners, health, education, and social care profession-
als, was essential to ensure that the recommendations will be 
perceived as relevant, important, and acceptable.

M ETHOD

Ethical approval

This study was approved by the Health Research Authority 
North West-Preston Research Ethics Committee (ref. no. 21/
NW/0267).

Public and patient involvement

Public and patient involvement and engagement informed 
each stage of the programme of research; we report this 
using the Guidance for Reporting Involvement of Patients 
and the Public-2 (short form) (Table 1).14

Research partners were parent carers and children and 
young people engaged through schools, parent carer fo-
rums, the Peninsula Childhood Disability Research Unit 
Family Faculty, and the Council for Disabled Children. 
Throughout the programme of research, a parent carer 
advisory group and a young person advisory group were 
consulted on research methods and provided feedback on 
the study findings.

Step 1: Identifying candidate recommendations

Initial drafting of recommendations

Our research team included expertise in paediatrics, al-
lied health services, education, social care, commission-
ing, parent carers with lived experience, and third sector 
organizations supporting families. The initial research 
team drafting of recommendations followed two meet-
ings, which took account of the findings from the earlier 
study stages. The research team broke into three groups to 
consider medically-led care, care led by allied health pro-
fessionals, and education and social care. The mapping re-
view3 and qualitative study findings9,11 were scrutinized to 
identify factors (e.g. child, family, intervention type, pro-
vider, organization) considered likely to have enabled or 
acted as barriers to provision of high-quality services dur-
ing the COVID-19 pandemic.

In the second meeting, these factors were synthesized 
into a draft list of problems and solutions proposed to ad-
dress the problems. In a final meeting, the research team 
reworked the solutions into draft recommendations for lo-
calized decision-making on prioritization of care for high-
risk health problems, organization and delivery of care, 
and communication of changes in care provision in future 
emergencies.

What this paper adds

•	 Specific policies and practices regarding services 
for disabled children during emergencies are 
needed and have been outlined.

•	 The health, education, and social care sectors 
must work together effectively.

•	 The health and well-being of parent carers must 
be protected in emergencies.
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Revising and refining recommendations

Subsequently, a series of iterative community consultation 
events were conducted with professionals and parent carers 
to reflect on, revise, and refine the recommendations.

Open invitations, containing a summary of the research 
and a written information sheet were sent to designated clin-
ical officers, designated medical officers, and designated so-
cial care officers via national networks led by the Council 
for Disabled Children, and to the Chairs of national parent 
carer forums, with a request to register their interest using 
Eventbrite. Notifications about the workshops were also 
placed in newsletters of professional societies and special 
interests groups (e.g. British Association for Community 
Child Health and British Academy of Childhood Disability) 
shared on social media.

Five events were convened online using Microsoft Teams, 
three for professionals, and two for parent carers. In total, 45 
professionals participated (group 1, n = 14; group 2, n = 10; 
group 3, n = 21) and 25 parent carers (group 1, n = 15; group 2, 
n = 10). Before the events, we sent participants the draft rec-
ommendations. At the events, we asked participants for their 
views on the suitability of the recommendations and their fit 
with participants' experience of local changes. Discussions in 
the consultation events were audio-recorded and transcribed. 
The transcripts from the events were analysed using the 
Framework approach,15 with a matrix created to show the re-
sponses of each group to each of the draft recommendations.

The research team and public and patient involvement 
and engagement advisory groups discussed the findings 
and generated a list of candidate recommendations for 
implementation in emergencies. The list was discussed 
further with representatives of parent carer forums on 

our study oversight group to sense-check the accessibil-
ity of the recommendation wording and ensure they were 
credible. Minor editorial changes were made after these 
discussions.

Step 2: Rating the importance of candidate 
recommendations in a Delphi survey

The candidate recommendations were taken forward for 
consideration in a Delphi survey. We used approaches estab-
lished to seek consensus on core outcomes sets.16

We sought to recruit participants from three stakeholder 
groups: (1) parent carers of disabled children and young 
people; (2) disabled young people aged 8 to 19 years; and 
(3) health, education, and social care professionals working 
with disabled children and young people. We advertised the 
survey using several approaches, including professional net-
works and societies, and relevant charities. We posted adver-
tisements on social media platforms (e.g. Facebook and X). 
Interested participants were directed to the study website, 
where they could access information sheets and register in-
terest using an online form.

We conducted the online Delphi survey over two rounds 
(rounds 1 and 2) using the DelphiManager software (COMET 
Initiative, University of Liverpool, Liverpool, UK).17 Those 
who registered interest online providing a valid e-mail ad-
dress were sent the link to join the Delphi survey. Rounds 
1 and 2 were open for 2 weeks each, with a 1-week interval 
in between. Completion of the survey implied consent to 
participate.

In the Delphi survey, participants were asked to consider 
each candidate recommendation and rate their perceived 

T A B L E  1   Public and patient involvement and engagement (PPIE) in this research (Guidance for Reporting Involvement of Patients and the Public-2, 
short form).

Section and topic Item

1: Aim The aim of PPIE was to ensure the relevance and reliability of this research. Children and young people with 
neurodisability and their parent carers provided a unique perspective on the changes to their services and lived 
experience of the impact of these changes.

2: Method Three groups were involved: (1) a Peninsula Childhood Disability Research Unit Family Faculty parent carer group; (2) 
project-specific parent carer advisory groups were recruited through parent advocacy organizations; (3) young person 
advisory groups were recruited through specialist schools local to the researcher's university.
Each group met regularly at each stage of the research to review the methodologies and recruitment processes, and to 
review the findings and our interpretation. Parent carer advisory groups met four times; young people groups met four 
times. The advisory groups were initially asked to provide feedback on the interview tools. Later, groups reviewed the 
gaps identified by the mapping review. Meeting materials were tailored to enable access to all group members, including 
those with communication support needs. In the final meetings in each group, the interview findings were shared and 
discussed. In the final meeting with the young people, the recommendations from the Delphi survey were shared and 
their implementation was discussed.

3: Study results The advisory groups provided validation and additional context to the interpretation of the mapping review findings 
and the interview findings. This added to the drafting of the recommendations. The final sessions with the young 
people advisory group provided additional young person perspective on the recommendations.

4: Discussion and conclusions PPIE confirmed the impact of service changes on families. This contribution directly informed the study and 
recommendations. Researchers verified recommendations as relevant and pertinent to service users.

5: Reflections and critical 
perspective

Young people contributing to the PPIE suggested further opportunities to engage with the process; this included 
providing an accessible overview of the study structure and timeline with clear visual identification and mapping of 
the PPIE process. Young people's PPIE gave insight into some of the challenges young people may face being involved in 
interviews, something that could be factored in earlier in project design.
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importance using a scale from 1 to 9 in which options 1 to 3 
were labelled ‘less important’, options 4 to 6 were ‘important 
but not critical’, and options 7 to 9 were ‘critically import-
ant’. Participants could leave feedback on each recommen-
dation or general feedback at the end of the survey. The 
research team considered any comments between rounds. In 
round 2, round 1 participants were shown the distribution of 
other stakeholder group ratings from round 1 in histograms, 
as well as their own round 1 ratings. They were asked to use 
this information to reflect on their earlier responses and rate 
the importance of recommendations again. Again, partici-
pants were able to leave free text comments.

Our predefined consensus criteria were (1) recommenda-
tions agreed as most important (> 70% in each stakeholder 
group rated 7–9), (2) recommendations agreed as less im-
portant by most stakeholders (> 70% in each stakeholder 
group rated 1–3), and (3) those where there was partial or no 
agreement across stakeholder groups. As the young person 
group had only three participants in round 2, the within-
group consensus criterion was reduced to 67%.

Step 3: Consensus meeting

At the end of round 2, participants were asked to indicate if 
they were interested in taking part in an online consensus 
meeting. Those participants who had participated in both 
rounds of the survey and expressed an interest in the con-
sensus meeting were invited to the meeting where the results 
of the Delphi survey were considered.

All stakeholder groups were represented at the meeting. 
The candidate recommendations and results of the Delphi 
survey were shared in advance. A member of the research 
team (CM) chaired the meeting, and ground rules were 
agreed to ensure that all participants felt valued and en-
couraged them to feel comfortable about speaking out in the 
group.

Candidate recommendations that already met the cri-
teria for consensus from the Delphi survey were presented 
initially and ratified. The candidate recommendations for 
which consensus in the survey was not achieved were dis-
cussed in the meeting. The chair ensured that contrasting 
views were discussed and that equal opportunity was given 
for all participants to contribute their thoughts on the rec-
ommendations and potential reasons for no consensus. The 

discussion led to a final ratified list of policy and practice 
recommendations that was agreed by the group.

R E SU LTS

Identifying candidate recommendations

The research team meetings generated a draft list of 61 can-
didate recommendations (Appendix S1). After the commu-
nity consultation events in step 1b, these recommendations 
were substantially revised and refined, largely by aggregat-
ing associated items and removing items not supported by 
the event participants. Twenty-eight candidate recommen-
dations were taken forward to the Delphi survey.

Delphi survey

A total of 508 people registered interest in receiving infor-
mation about the research over the 2 years of the project 
through our study website and provided an e-mail address: 
284 parent carers, 219 professionals, and five young people. 
They were e-mailed an invitation to participate in the Delphi 
survey with two reminders. Of these, 141 participants com-
pleted round 1 and 91 completed round 2; attrition from 
round 1 to round 2 was 36% (Tables 2 and 3).

After round 2, there was consensus for seven candidate 
recommendations being critical for a future emergency 
across all groups, there were mixed views between groups 
for 21 recommendations, and there was no consensus that 
any recommendations were less important (Table 4).

In both rounds of the survey, the commissioner group 
did not rate recommendation 1 as critical, whereas all other 
groups did. There were three recommendations (3, 4, and 28) 
where both the medical and allied health professional groups 
did not meet consensus for critical compared to the other 
groups. In both rounds, allied health professionals did not 
reach consensus for recommendation 7, while all other groups 
did. There were Four or five recommendations (3, 13, 23, 28)  
that were rated as critical by the parent carer group, but con-
sensus for a critical rating was not reached by most professional 
groups. For example, in both rounds, most of the parent carer 
group rated it as critical that ‘any reduction in service to dis-
abled children should be set out in guidance to both families 

T A B L E  2   Number of participants per round of the Delphi survey.

Registered (n = 508) Round 1 (n = 141) Round 2 (n = 91) Attrition

Parent carer 284 (55.9) 59 (42) 31 (34) 47.5%

Young person 5 (1) 3 (2) 3 (3.5) 0%

Medical professional 39 (7.7) 17 (12) 13 (14) 23.5%

Allied health or nursing professional 103 (20.3) 38 (27) 30 (33) 21.1%

Education, social care, or third sector professional 29 (5.7) 19 (13) 11 (12) 42.1%

Commissioner or management professional 48 (9.4) 5 (4) 3 (3.5) 40%

Data are n (%) unless otherwise specified.
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T A B L E  4   Within-group percentage ratings of importance of candidate recommendations for stakeholder groups in each round of the Delphi survey.

Stakeholder group

Recommendation
Allied health and 
nursing Medical

Commissioner/
management

Education, social care, and 
third sector Parent carer

Young 
person

1. The Department of Health and Social Care and Department for Education should provide clear and consistent guidance to commissioners and service 
providers about delivery of services. Any changes from previous guidance should be clearly highlighted.

Round 1 72% 40% 33% 78% 77% 67%

Round 2 76% 100% 33% 91% 83% 33%

2. The local offer sets out the provision available locally from health, education, and social care and how to access it. It is critical that any changes to this are 
immediately reflected in local offer information and are clearly communicated.

Round 1 64% 100% 83% 67% 89% 100%

Round 2 64% 75% 100% 91% 73% 33%

3. Any reduction in service to disabled children should be set out in guidance to both families and professionals.

Round 1 51% 60% 50% 61% 83% 67%

Round 2 46% 50% 67% 73% 77% 33%

4. All guidance regarding children and young people should include specific (and if needed, adapted) guidance for disabled/special educational needs and 
disabilities children.

Round 1 66% 80% 67% 72% 82% 67%

Round 2 61% 62% 100% 82% 76% 33%

5. Educational settings should be kept open whenever possible for disabled children.

Round 1 89% 100% 100% 84% 88% 67%

Round 2 83% 77% 100% 91% 83% 67%

6. The impact of proposed changes to service provision should be assessed. Plans to continue providing services should be agreed across health, education, and 
social care.

Round 1 82% 100% 100% 94% 90% 67%

Round 2 80% 77% 100% 91% 100% 50%

7. A family hub or other designated site should be a specific contact for health, education, and social care services. They should provide support for new and 
existing families of disabled children who require advice or provision (or both).

Round 1 62% 60% 50% 67% 80% 100%

Round 2 66% 67% 100% 82% 79% 100%

8. There should be clear lines of communication on the impacts of service changes between professionals providing care and upwards to senior managers who 
make operational decisions.

Round 1 92% 100% 100% 83.3% 85% 67%

Round 2 66% 67% 100% 82% 83% 33%

9. Needs of new families and new problems for existing families should be triaged by universal providers (e.g. health visitors, early years service).

Round 1 84% 100% 83% 89% 76% 0%

Round 2 86% 77% 100% 91% 87% 33%

10. Assessment and diagnosis of new problems should be prioritized.

Round 1 87% 100% 83% 83% 80% 67%

Round 2 83% 92% 100% 82% 77% 100%

11. Health and safeguarding risk assessments for all identified disabled children and families should be undertaken across health, education, and social care. 
This should be reviewed regularly.

Round 1 86% 60% 67% 78% 68% 67%

Round 2 69% 67% 33% 73% 70% 67%

12. There should be a designated lead for disabled children's health and care provision in each area. They should be visible and easily contactable through 
family hubs or similar service.

Round 1 72% 60% 50% 56% 68% 67%

Round 2 66% 83% 67% 73% 76% 33%

13. Face-to-face contacts at home or a designated setting (using PPIE) should be maintained for agreed problems.

Round 1 51% 40% 33% 79% 79% 67%

Round 2 57% 46% 67% 64% 86% 67%

14. Telehealth (including phone and video consultation) should be used where possible and appropriate.

Round 1 73% 100% 100% 83% 77% 100%

Round 2 76% 67% 100% 91% 86% 100%

(Continues)
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Stakeholder group

Recommendation
Allied health and 
nursing Medical

Commissioner/
management

Education, social care, and 
third sector Parent carer

Young 
person

15. Families of disabled children should be supported to manage telehealth safely and confidentially.

Round 1 50% 80% 67% 61% 77% 67%

Round 2 45% 46% 67% 64% 86% 0%

16. Local budgets should be used to enable digital connectivity for families of disabled children.

Round 1 76% 60% 50% 79% 75% 0%

Round 2 83% 75% 67% 64% 70% 33%

17. A local communication system (e.g. messaging service, online enquiry form) should be established to enable families of disabled children to seek advice 
from professionals.

Round 1 71% 20% 17% 61% 67% 33%

Round 2 64% 50% 67% 64% 63% 33%

18. Health, education, and social care providers should engage with community leaders and third sector organizations (charities, social enterprises, and 
voluntary groups) to ensure that information about access to services is shared effectively with families.

Round 1 60% 60% 67% 72% 76% 33%

Round 2 75% 67% 100% 82% 66% 100%

19. Families should receive a phone call or other message to inform them about service access. This should be coproduced with families.

Round 1 86% 60% 50% 83% 94% 67%

Round 2 76% 67% 67% 82% 90% 67%

20. Services should adopt an ‘every contact counts’ approach. When a professional has a contact with a family, they should follow up with other professionals 
involved with the family where appropriate and necessary.

Round 1 69% 75% 60% 79% 79% 67%

Round 2 59% 92% 100% 73% 77% 0%

21. The service addressing the highest need of each disabled child should lead the delivery of care, on behalf of all services. This lead service should have 
regular ‘eyes on the child’.

Round 1 61% 80% 67% 67% 68% 67%

Round 2 69% 62% 67% 82% 67% 67%

22. Data must be shared across health, education, and social services in the best interest of the child.

Round 1 84% 100% 100% 89% 79% 67%

Round 2 87% 92% 100% 91% 86% 33%

23. There should be multiagency virtual or in-person meetings across services to share relevant information about families.

Round 1 60% 40% 33% 67% 80% 67%

Round 2 50% 54% 100% 64% 83% 67%

24. There should be training for universal service providers (e.g. health visitors, early years services) to identify concerns around health, education, and social 
care, and to ensure their knowledge about any reduction in services and how this is met.

Round 1 73% 80% 83% 67% 88% 67%

Round 2 66% 77% 100% 64% 90% 67%

25. A designated setting should be maintained for high-priority in-person consultation.

Round 1 84% 60% 67% 83% 83% 67%

Round 2 90% 92% 100% 100% 90% 67%

26. Accessible online support for parent carers of disabled children should be provided.

Round 1 69% 75% 60% 83% 75% 33%

Round 2 68% 67% 100% 100% 69% 33%

27. Third sector (charities, social enterprises, and voluntary groups) resources and help lines, for example, contact listening ear service, should be identified 
and publicized in local information to families of disabled children.

Round 1 64% 50% 60% 67% 79% 67%

Round 2 66% 55% 67% 64% 86% 67%

28. Parent carers of disabled children should be in a priority group for psychological support and interventions required in an emergency (e.g. vaccines).

Round 1 53% 60% 50% 67% 81% 33%

Round 2 59% 50% 67% 73% 83% 33%

Note: Dark grey indicates that more than 67% of participants rated the importance of a recommendation as 7–9 (critical for inclusion). Light grey indicates that more than 
50% of participants rated the importance of a recommendation as 7–9 (critical for inclusion).
Abbreviation: PPIE, public and patient involvement and engagement.

T A B L E  4   (Continued)
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and professionals’, whereas the percentages rating this as crit-
ical was lower in the professional groups. These recommenda-
tions were the focus for discussion at the consensus meeting 
to explore and understand reasons for different perspectives 
between groups.

Consensus meeting

Fourteen participants attended the consensus meeting: 
seven parent carers, one special educational needs and dis-
ability local offer coordinator, one paediatric neurologist, 
two nurse specialists, one early years lead, one consultant 
paediatrician, and one physiotherapist and service lead.

All agreed to ratify the seven recommendations that 
had reached consensus in the survey. Discussion of the 
remaining candidate recommendations suggested that the 
lack of convergence on views among professionals may 
have been related to how difficult they would be to im-
plement in a setting based on where professionals worked 
(i.e. acute hospital settings or community-based settings). 
For example, when discussing recommendations 3 and 4, 
allied health professionals within the group suggested that 
consensus may not have been met because of the differ-
ent pressures that were faced in community versus acute 
settings, and potentially wanting to have more autonomy 
over decision-making for their service users, rather than 
it being outlined in guidance by overarching professional 
bodies. Participants referred to having to ‘fight’ guidance 
during the COVID-19 pandemic restrictions to be able to 
protect their service from decisions, such as redeployment. 
All agreed that consideration of the implementation of the 
recommendations was vital, with a recognition across all 
stakeholder groups that not all the recommendations can 
be ‘critical’ because this would not be practical or possible 
to implement in an emergency scenario. The number of 
changes that need to be made in an emergency to disabled 
children's services needs to be limited to be pragmatically 
implementable.

The group also agreed that the candidate recommen-
dations with ‘no consensus’ needed more specificity on 
which persons would be responsible for managing and 
enacting the recommendation(s). Some recommendations 
were merged, reworded, and then ratified within the meet-
ing. Clarifications on the meaning of phrases and words 
in the recommendations were also suggested. For exam-
ple, the phrase ‘psychological support’ in recommendation 
28 was discussed, with some thinking this would require 
a psychologist to be involved whereas the group agreed 
this support could come from different professionals and 
groups to support the well-being and mental health of par-
ent carers (see the rewording decision for recommenda-
tion 19 in Table  5). All stakeholder groups converged on 
the view that many of the recommendations were not only 
vital for a health emergency but were also essential imme-
diately for the resetting of services for disabled children 
after the pandemic.

The meeting ended with a final list of 23 policy and prac-
tice recommendations with agreed consensus (Appendix S2). 
After the meeting, these were further refined to 19 recom-
mendations by aggregating recommendations that covered 
the same topic (see Table  5 for the final list; Appendix  S3 
describes the changes made). These were e-mailed to partic-
ipants after the meeting, with no further feedback received.

DISCUSSION

This study enabled parent carers, young people, and edu-
cation, health, and social care professionals from across 
England to reach consensus on recommendations for the 
delivery of services to disabled children in England in 
future emergencies. Our policy and practice recommen-
dations represent views shared by both professionals work-
ing in the field of childhood disability and the families of 
disabled children. The recommendations outline what 
essential provision needs to continue and what support 
needs to be in place for families in times of emergency, in-
formed by family and professional experiences during the 
COVID-19 pandemic; they are relevant internationally. 
Implementation of the policy and practice recommenda-
tions will probably reduce adverse impacts on disabled 
children and their families and provide better support in 
future emergencies.

Our recommendations highlight that disabled children 
and young people, and their families, need to be recognized 
and valued through a disability-inclusive approach to emer-
gency response and recovery planning. In future emergen-
cies, specific policies and practices are required to ensure 
that we reduce if not avoid the unacceptable disproportion-
ate adverse impact on disabled people that occurred during 
COVID-19.18–20 The recommendations that were agreed as 
critical in round 2 of the Delphi survey and our previous re-
search (3, 9, and 11) show the imperative for organizations 
across health, education, and social care sectors to work to-
gether to plan and deliver services for disabled children to 
keep them safe.19 The impact of COVID-19 on service pro-
vision21,22 laid bare the chronic weakness in UK education, 
health, and social care systems, as well as endemic health 
inequalities. The UK health and care system response to the 
pandemic is subject to a protracted and ongoing public in-
quiry (https://​covid​19.​public-​inqui​ry.​uk/​docum​ents/​terms-​
of-​refer​ence/​).

Many of our recommendations align with priorities from 
the London School of Economics and Political Science-Lancet 
Commission, specifically to ‘reduce structural barriers to 
the integration of care, increase accountability, and work in 
fundamentally different ways with patients, carers, and the 
public to achieve the aims of integration and development 
of seamless care for patients’.23 The recommendations are 
also in accordance with the recognized need for disability-
inclusive, culturally acceptable responses to future health 
emergencies to prevent top-down interventions having a 
detrimental impact on disabled children and their families.24 
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Internationally, there was wide variability in policy recom-
mendations during the COVID-19 pandemic across coun-
tries and in how disabled people were specifically addressed 
in these policies.25 These policies largely did not meet what 
is required of the commitments under the United Nations 
Convention on the Rights of Persons with Disabilities.

Our programme of research was commissioned by 
the UK National Institute for Health and Care Excellence 
Research Policy Research Programme. Necessarily, we fo-
cused on England, as responsibility for education, health, 

and social care are devolved to the UK constituent coun-
tries. The recommendations would, we suggest, be readily 
relevant to the contexts of Wales, Scotland, and Northern 
Ireland, and countries with similar health, care, and educa-
tion systems. Notably, our recommendations are in line with 
the United Nations Convention on the Rights of Persons 
with Disabilities in advocating for resilience and support for 
disabled children and their families.

We include recommendations for protecting the health 
and well-being of parent carers, by signposting to targeted 

T A B L E  5   Final 19 policy and practice recommendations for services to disabled children in a future emergency.

Commissioning and guidance

1.	 The Department of Health and Social Care and Department for Education should provide clear, consistent, and joined up guidance to commissioners and 
service providers about the delivery of services. Any changes from previous guidance should be clearly highlighted. All guidance regarding children and 
young people should include specific guidance for disabled children and young people and those with special educational needs.

2.	 There should be designated, identifiable senior leaders responsible and accountable for implementing guidance on disabled children's health and care 
provision in each area.

3.	 The impact of proposed changes to service provision should be assessed and reviewed with feedback from families and frontline professionals to senior 
managers. Plans to continue providing services should be agreed across health, education, and social care.

4.	 The provision available locally from health, education, and social care and how to access it should be clearly communicated to families, including through 
the local offer and local Special Educational Needs and Disabilities Information, Advice and Support Service. It is critical that any changes to this are 
immediately communicated, including any reduction in services to disabled children.

5.	 Priority should be given to ensure that education settings are kept open for disabled children.

Communications

6.	 Families should receive a phone call or other message from a person or service known to them, to inform them about service access. The content and 
delivery of the message should be coproduced with families.

7.	 There must be a specific contact, including telephone, in each area. They should provide information and signposting for new and existing families of 
disabled children who require advice or provision (or both).

8.	 A local communication system (e.g. messaging service, online enquiry form, and telephone) should be established to enable families of disabled children 
to seek advice from professionals.

Delivery of services

9.	 Designated spaces and settings should be maintained for assessing an agreed set of conditions or circumstances in person. More than one carer may be 
required to meet a child's needs.

10.	 Local budgets should be used to enable digital connectivity for families of disabled children.

11.	 Telehealth, including phone and video consultation, should be used where possible and appropriate. Families of disabled children should be supported to 
manage telehealth safely and confidentially.

Cross-service and sector provision

12.	 Local area services should have a process in place to agree the coordination of services and ensure that a child is seen in person as needed. Seeing a chid in 
person should be done by the service or setting that knows the child best.

13.	 Services should adopt an ‘Making Every Contact Count’ approach. When a professional has a contact with a family, they should update all other 
professionals involved with the family with permission or when necessary.

14.	 Data must be shared across health, education, and social care in the best interest of children's health and safeguarding. There should be multiagency 
virtual or in-person meetings across services to share relevant information about families.

15.	 Health, education, and social care providers should engage with community leaders and third sector organizations (charities, social enterprises, and 
voluntary groups) to ensure that information about access to services is shared effectively with families.

16.	 Safeguarding or health-related risk assessments (or both) should be undertaken by health, education, and social care for all identified disabled children 
and families and findings shared as appropriate across agencies. All risk assessments should be reviewed regularly and on request.

Identification, referral, and intervention

17.	 Diagnostic assessments and assessments of worsening conditions should be prioritized. Universal providers (e.g. general practitioners, health visitors, 
early years service) should continue to prioritize identifying the needs of children and families and refer or signpost to appropriate services.

Supporting parent carers

18.	 Accessible online support for the health and well-being of parent carers of disabled children should be provided. Third Sector (charities, social enterprises, 
and voluntary groups) resources and help lines, for example, contact listening ear service, should be identified and publicized in local information to 
families of disabled children.

19.	 Parent carers of disabled children should be in a priority group for support and interventions to enable them to maintain their caring role (e.g. short 
breaks, talking therapies, vaccines).

 14698749, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/dm

cn.16126 by T
est, W

iley O
nline L

ibrary on [26/10/2024]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense

https://onlinelibrary.wiley.com/action/rightsLink?doi=10.1111%2Fdmcn.16126&mode=


      |  11
POLICY AND PRACTICE RECOMMENDATIONS FOR SERVICES FOR DISABLED CHILDREN 
DURING EMERGENCIES: LEARNING FROM COVID-19

health promotion programmes for parent carers, peer sup-
port, and other generic psychological interventions. There 
was considerable evidence that parent carers of disabled 
children were at greater risk of poor physical and mental 
health before the pandemic.26,27 There is little doubt that 
the consequences of withdrawal or reduction in education, 
health, and social care during the pandemic, and espe-
cially during the lockdowns, had devastating effects on 
many parent carers.28

Our overall approach, generating and refining ideas 
through iterative cycles of research and consultation with 
stakeholders and using Delphi survey methodology, pro-
vided a robust framework to fulfil the aim of the research. 
The Delphi survey methodology allowed for different per-
spectives to be captured and avoided the overinfluence of 
one type of stakeholder. Participants appreciated the op-
portunity to provide input and influence the recommen-
dations at each stage. The number of participants in our 
Delphi survey was lower than expected, particularly young 
people, despite concerted efforts to recruit and involve 
them. Nevertheless, three young people took part in rounds 
1 and 2, and our young people's advisory group supported 
the agreed recommendations. The overall Delphi attri-
tion rate was 36% and was largest for parent carers (48%) 
and education and social care groups (42%). For profes-
sionals, clinical workload, annual leave, the time of year 
(December–January), as well as the short window that the 
rounds were open for probably contributed to the number 
of participants who completed the survey. The number of 
people attending the consensus meeting was slightly lower 
than expected after last-minute dropouts; however, we were 
able to get a good balance between parent carers and pro-
fessionals, and professionals with a range of different roles.

The participation of commissioners and service organizers 
was low in the survey despite several registrations of interest. 
Engaging with this group for the implementation of these rec-
ommendations is essential to plan for future emergencies. As 
part of the Resetting Services to Disabled Children research 
programme, we held several in-person and online events for 
commissioners, service directors, members of professional 
bodies (e.g. Royal College of Speech and Language Therapists, 
Royal College of Paediatrics and Child Health), and leads from 
national organizations to share the findings from the research 
programme and the recommendations. The events have been 
attended by over 40 people. The recommendations from this 
study were presented and the next steps of implementing the 
recommendations and understanding who would take re-
sponsibility for each recommendation was discussed. Further 
engagement events will continue these discussions and help 
understand how learning from the COVID-19 pandemic is 
being applied to disabled children's services.

A vital next step is to consider how these policy and prac-
tice recommendations for future emergency planning can be 
taken forward. The UK Civil Contingencies Act identifies 
the emergency services, local authorities, and NHS bodies as 
being at the core of the response to most emergencies. It re-
quires them to put in place emergency action plans. The UK 

Government's Emergency Response and Recovery guidance 
should be updated to refer to learning from this research so 
that individuals accountable and responsible are clear on 
which actions to take and with whom. Action plans will need 
to be agreed by service leads and parent carer representatives.

Conclusion

Reductions in services for disabled children and their fami-
lies during the COVID-19 pandemic had serious, deleterious, 
and lasting consequences for their health and well-being. In 
a future emergency, there is a need for clear communication 
from government and service leads, but there also needs to 
be the ability for frontline workers to feed back and influ-
ence practice decisions. The recovery and planning for fu-
ture emergencies is complex, with different people needing 
to be accountable for different actions and a range of people 
needed to enact them. The next steps are to understand how 
the policy and practice recommendations can be embedded 
and fully implemented in times of emergencies.
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