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3. Demographic influences on caregiver experience - Caregiver gender, Figure 2. Patient and carer impact as reported in NICE TA1093
SUMMARY BACKGROUND & AIMS age, employment status, and relationship to the patient influenced reported

| | | | S burden. Female Caregivers were disproportionate_ly affect_ed, with higher 0 Living with sight loss, what help do you need from others?
= Severe visual impairment in adulthood has profound implications not only prevalence of depressive symptoms and constrained coping strategies.
’.ﬂ BJECTIVE fqr affected |nd|V|duaI§ bUt a!so for their informal caregivers. Ra_re °ye 4. Corroboration from NICE submitted patient evidence?- Survey data from = "|need help and support from my family. | need help with
= diseases such as Retinitis Pigmentosa (RP) and Leber’s Hereditary Optic . . . .
o - o LHON patient submissions included in NICE technology appraisals shopping, housework, personal finances, cooking and getting
Neuropathy (LHON) are progressive, lifelong conditions with limited . Cc . . . o . "
| | | | | di difving treat £ ot ting | tained reli highlighted significant emotional, social, and financial impacts experienced by around.
= Severe visual impairment affects not only patients but also their disease modilying treatment options, resulling In sustained reliance on caregivers, reinforcing findings from the published literature. = "Support includes every aspect of daily life and limits bigger
informal caregivers, whose quality of life (QoL) is often mform.al care. Acrloss Europe, approxw_nately 900 rare dlsea§es are . | o | | opportunities.”
e associated with sight loss, many of which fall under the remit of the - NICE TA1093° gave considerable insight into the impact on care givers for - "I can't live without the help of others."
' 1 Adults with sight loss. Patient and caregiver quotes give real strength and . . 72 ' . . .
= Approximately 900 rare diseases can lead to sight loss, many European Reference Networks for rare eye diseases. denth J . . IIVeT QUOTES 9 >reng = "] require support from family with day to day living with banking
, . . L . . . . pth of understanding to the impact and caregiver burden (figure 2) . .
without effective treatments, creating significant psychosocial and = While patient reported outcomes in visual impairment are increasingly and food shopping, hard to see prices on clothes and food.
oractical burdens for caregivers’. recognised, caregiver quality of life (QoL) remains underrepresented in - Patient research for the technology appraisal also concluded that "\When Travelling, navigating my way around need help from others." “
o _ , , , clinical, economic, and health technology assessment (HTA) decision asked the number of carers people had the respondents show an average
* The Objective of this research is to systematically review the making. Informal caregiving in this context extends beyond physical of 1.58 carers, on an average of 24.8 days out of 31 per month (83% of the
association between caregiver QoL and the care provided to assistance, encompassing emotional support, navigation of healthcare time). This would reasonably translate to an average of 1.30 carers
afjults with severe V|s.ua.|I. |mpa|rment, with a focus on ra,re eye systems, financial management, and social adaptation. Understanding how continually. This finding is consistent across adults and children. 0 What is the impact on those who help people with sight loss?
diseases such as Retinitis Pigmentosa (RP) and Leber’s caregiver QoL interacts with the nature and intensity of care provided is

Hereditary Optic Neuropathy (LHON) %3,

critical to informing holistic care models and value assessments, DISCUSSION 6‘ * "Financially, emotionally, every way possible it's such an awful
particularly for rare diseases where societal burden extends well beyond disease.”
epatent - Troviw g a il cap betwesn th e axprienc
= The objective of this research was to systematically review the evidence caregivers supporting adults with severe visual impairment and the way rad ? cing the ¢ 'Ip 3 yl.( ow che k
o | examining the association between caregiver quality of life and the care value is currently assessed in healthcare decision-making. Although > >
A PRISMA-adherent systematic literature review® was provided to adults with severe visual impairment, with specific emphasis on patient-reported outcomes in visual impairment are increasingly to handle all of it, plus support me.

= "Emotionally painful to see your loved one no longer able to do
basic daily life tasks as they once could and not able to do
activities, they loved anymore.”

conducted using Embase, MEDLINE, and Cochrane Library rare inherited eye diseases such as RP and LHON.
databases. Studies published before June 2024 were included if
they explored caregiver burden and QoL in adults (=18 years)

incorporated into clinical trials and HTAs, caregiver outcomes remain
= Secondary objectives included: peripheral, despite caregivers providing essential, unpaid care that sustains
functional independence and quality of life for affected adults.

oo

with sight loss. Data were analysed using qualitative content = |dentifying key psychosocial and demographic drivers of caregiver
o | S | of visual impairment, but by its severity, progression, and associated loss of CONCLUSIONS
= Characterising patterns of informal care provision in adult sight loss patient autonomy, which collectively increase both the intensity and
= Assessing the extent to which caregiver outcomes are captured in emotional salience of caregiving. Demographic factors particularly gender, _ _ _ , o
existing evidence relevant to HTA decision making spousal relationship, and employment disruption further exacerbate » This systematic review demonstrates a clear and consistent association

between severity of adult visual impairment caused by rare diseases and

vulnerability to poor caregiver QoL outcomes. 4 4 _ iV of life. A the limited but t
. . T taria. : : B | reduced caregiver quality of life. Across the limited but convergen
Six publications met the eligibility criteria. Key themes included METHODS = The small number of eligible studies reflects broader structural challenges evidence base, caregivers experience substantial psychological, emotional,
Negative association between severity of visual impairment In rare disease research. Heterogeneity of conditions, limited sample sizes,

. . . . . | | and functional burden that increases in parallel with care intensity and
and caregiver anxiety, spousal strain, and intensity of and a historical focus on patients rather than caregivers have constrained disease progression.

| ] L . . . .
informal care. Qégtﬁzgg%tmﬂu? rewgw (ShR) was COI’(\deftEd n al(\:/ICISE)dLamCEe with evidence generation. Nevertheless, triangulation with NICE committee
JuUIGeliNes. searches Were underiasen in ’ testimony and patient surveys strengthens the validity and relevance of the

« Caregiving in rare eye diseases such as Retinitis Pigmentosa and Leber’s

Influepge of patlgnt and caregiver demographics on Embase, and the Cochrane Library, including studies published up to June findings Hereditary Optic Neuropathy extends well beyond episodic support.
caregiving experience. 2024. | | | | Informal carers frequently provide sustained assistance with daily living,
High prevalence of depressive symptoms and overcontrolled = Eligibility criteria: ° From a health policy and HIA perspective, these results relnfprce the need mobility, administration, and emotional support, often for the majority of
coping among caregivers, with female caregivers most at | | | o | to move beyond a patient-only lens. Interventions that slow disease days each month. This level of engagement is associated with heightened
risk. = Adult patients (218 years) with severe visual impairment or blindness progrgss]iolnbor m]?mtsln flénct-lonal vision ms\y gellver mdwept brl:t . anxiety, depressive symptoms, role strain, and reduced participation in
Survey data from.LHON patients* publishgd i.n a NICE | ) ?\Ecg?\lse; reporting caregiver burden, caregiver Qol., or caregiving :)nrce)?lzlcntigvit’:y, aer?de :;?tig}e/\tri?\gudccl)r\:\?ngtarreeagrlr\ll i);ygr:oesg,cfarlecsssr}[/:?nngssra(’zing gglrgg)izren;nt and social life partioularly among spousal and female
technology appraisal corroborated these findings, revealing d caregiver QoL metrics into evidence generation and HTAs would support - | | |
significant emotional, financial, and social challenges for " Observational, qualitative, and mixed methods studies more holistic and realistic assessments of value particularly for rare *Importantly, patient and caregiver reported evidence submitted to NICE
caregivers. . English language publications diseases where informal care represents a substantial component of total te.ch.n.ology appr.alsals porroporates the.pupllshed literature, highlighting
disease burden. significant emotional, financial, and social impacts that are rarely captured
= Studies focused exclusively on paediatric populations or non informal care within formal assessments of clinical benefit and cost-effectiveness.
@ CONCLUSIONS settings were exclude.d.. Data extraction focusec_j on caregiver - Overall, caregiver quality of life is profoundly impacted yet
demogra.phlcs,lcargglvmg aCtIVIFleS’ psychosocial outcomes, and reported Figure 1. PRISMA flow diagram. systematically under-represented in research, policy, and HTA
. . . . associations with disease severity. decision-making related to rare eye diseases. Failure to account for
* Caregiver QoL is profoundly impacted by adult sight loss yet =« Qualitative content analysis was applied to synthesise findings and identify caregiver outcomes risks underestimating the full societal burden of

remains under-researched.

recurring thematic patterns using publish guidelines®

= Current evidence highlights urgent need for interventions
addressing caregiver mental health, coping strategies, and RESULTS
financial support.

= Future Research Directions: = Six publications met the inclusion criteria. Evidence consistently

\ sight-threatening rare diseases and the broader value of interventions

/L | 1 that preserve or stabilise vision.
Records identified (n=160) Duplicate records removed

Embase (n=96) before screening (n=22)

MEDLINE (n=43)

Cochrane library (n=21)
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Caregiver experiences. dana emo |on§ e.X austion. .pOUSB Caregllv.ers IN particuiar reporte [0 J, | | o
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